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Abstract 
The transition to palliative care is a complex process. However, very little is known 
about this process in the context of metastatic melanoma. In this thesis the process of 
transition to palliative care is explored to make visible the complex conditions in 
which it is constructed and negotiated. This thesis provides an original contribution 
to an understanding of the transition process within an acute care setting. 
 
A theoretical framework that draws on a dual interpretive and critical tradition 
informs the research. The pragmatism of symbolic interactionism and the critical 
theory of Habermas provide a broad orientation to the research that gives focus to 
both the micro level of interpretation and the structural level within which the 
transition is constructed and negotiated. The methods drawn from the interpretive 
works of Glaser and Strauss and Charmaz facilitated interviews with eight patients, 
eight family caregivers and thirteen health professionals thus ensuring a broadly 
based view of the complexities of the transition process. 
 
The key analytical research findings depict a complex intersection between acute 
care services and palliative care. Despite the development of palliative care from a 
hospice philosophy focused on a patient’s lifeworld, palliative care has become 
colonised by a medical system with an increasing emphasis on expert scientific 
knowledge. The alleviation of symptoms through the application of medical and 
technical expertise has ensured that palliative care is perceived to be contributing in a 
way that is compatible with a biomedical or mechanistic approach to practice.  
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The result is the production of standards designed to make visible the technical 
aspects of symptom management and ultimately to legitimise palliative care as a 
specialisation within the healthcare system. Furthermore, and despite the rhetoric of 
patient-centred care and shared decision making, the position of health professionals 
as experts meant that patients were compelled to place trust in an ‘expert’ system. 
Thus, Habermas’s critical theory was helpful in interpreting and explaining the 
process of transition to palliative care as one of purposive or rational/instrumental 
action on the part of the healthcare system that reflected broader cultural and 
systemic influences. 
 
The findings point to the need for stronger and more coherent partnerships between 
patients, family caregivers and health professionals. This would mean more 
permeable professional boundaries that allow for an efficacious interdisciplinary 
approach to the transition to palliative care. The findings may inform service 
development not only within a metastatic melanoma environment but also contribute 
more broadly to palliative care in the acute care setting. 
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Chapter 1: Introduction 
I don’t want to die, and I don’t want to say it but it seems likely I 
will. It’s that whole mortality thing is brought forward so I can’t 
come to terms with that... When I saw my surgeon he was very nice, 
upset for me, said that the statistics had changed and now there was 
a one in twenty chance of getting to five years. So again statistics 
are quite telling and create a framework in which you start seeing 
things. So it is like suddenly you are looking through a telescope the 
wrong way and things have narrowed down a lot... The treatment 
will turn my melanoma off for a time, but just how long I don’t 
know. So there’s a decision to be made. Do I start treatment now, 
and buy myself maybe three extra months of life or do I enjoy what 
remaining good health I have left?  Mary (pseudonym)  
!
1.1 INTRODUCTION 
Mary, who spoke these words, was diagnosed with metastatic melanoma four weeks 
prior to an interview as part of this research. Mary was in the unenviable position of 
making a decision about the commencement of a clinical trial that was aimed at 
extending her life. The dilemma for Mary was not only about the timing of treatment 
but the implications for the remaining time she had left. Significantly, Mary had not 
been referred to palliative care at the time of interview.  
 
This extract illustrates the focus of this research study. It provides an introduction to 
the concept of transition to palliative care within the context of metastatic melanoma. 
Multiple and conflicting social, clinical and organisational influences impact the 
transition process and render it complex and confusing for those involved. As a 
social phenomenon the actual process of transition to palliative care has not been 
studied in detail. To support people such as Mary there is a need for in-depth 
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understanding of how the transition to palliative care is constructed and negotiated 
within the context of metastatic melanoma.  
 
This chapter provides the justification for and context of the research. Based on 
general information and related background studies, the chapter presents an overview 
of the context in which a transition to palliative care is constructed and negotiated. 
The chapter moves on to address the research purpose, question and aims. Following 
is a consideration of the role of the researcher and the significance and scope of the 
research. To conclude, the chapter provides an outline of the structure of the thesis. 
 
1.2 BACKGROUND  
1.2.1 Melanoma 
Melanoma is the most aggressive form of skin cancer and while it accounts for less 
than 3% of all skin cancers, melanoma was responsible for 75% of skin cancer 
related deaths in Australia in 2012 (Australian Government, 2014). It is the fourth 
most commonly reported cancer in Australia with the incidence increasing at a 
higher rate than any other cancer (Australian Institute of Health and Welfare 
[AIHW], 2010). A recent report projects that by 2020 melanoma will be the third 
most commonly diagnosed cancer in both males and females in Australia (AIHW, 
2012). The incidence of melanoma has increased considerably in recent decades with 
an accompanying rise in mortality from metastatic disease (Jilaveanu, Aziz, & 
Kluger, 2009). 
 
In the field of oncology, melanoma is a highly ambiguous tumour. When identified at 
an early stage most melanomas of the skin are curable with surgical treatment. 
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However melanoma that has spread to regional lymph nodes or metastasised to other 
organs carries a very poor prognosis (M. P. Brown & Long, 2014). The greatest hope 
of a cure therefore remains with prevention, early detection and complete surgical 
excision (Muhrer, 2009). 
 
The five-year relative survival rate for melanoma is 90% for Australian men and 
95% for Australian women (AIHW, 2010). These survival rates fall to below 10% 
for metastatic melanoma with a median survival of less than 12 months for this group 
of patients (Hodi et al, 2010; J.F. Thompson, Scolyer, & Kefford, 2009). Melanoma 
affects persons of all ages and is the most commonly reported cancer in the 15–44 
years age group (AIHW, 2012). Melanoma causes more life-years lost than any other 
cancer except leukaemia (AIHW, 2012; Mackie, Hauschild & Eggermont, 2009). In 
2012 in Australia, 1,515 people died from melanoma (Australian Government, 
2014). The poor prognosis highlights the lack of an effective treatment for the 
disease.  
 
The risk factors for melanoma occurring in an individual include a combination of 
predisposition (skin colour, family history of melanoma, presence of large number of 
naevi, increasing age) and exposure to environmental factors, in particular sun 
exposure in childhood and subsequent sun exposures (Diepgen & Mahler, 2002; 
Gilchrest, Eller, Geller & Yaar, 1999). The relationship between genetic 
predisposition and environment reveals the complexity of the interaction between 
inherited and lifestyle risk factors (Muhrer, 2009). 
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Melanoma when detected early and restricted to the skin or lymph nodes is treated 
primarily with surgery but limited treatment options are available for metastatic 
melanoma (Jilaveanu, Aziz, & Kluger, 2009). Due to the relative ineffectiveness of 
current therapies and the aggressive nature of metastatic melanoma the prognosis for 
patients with the disease is poor (Flaherty et al., 2010). Yet, despite the poor 
prognosis very little is known about the journey for a patient with a diagnosis of 
metastatic melanoma. Indeed, research within a patient context has rarely focused on 
melanoma. The broader research on melanoma focuses predominately on prevention 
and treatment of the disease with a dearth of evidence available on the impact of 
metastatic melanoma for patients, family caregivers and health professionals. 
Furthermore, there is a distinct lack of research around the introduction of palliative 
care for this group. This research sought to address the evident gap in knowledge 
around metastatic melanoma and palliative care in the acute care setting. 
 
1.2.2 Melanoma experience 
This research looked specifically at the construction of palliative care within the 
context of the patient, family caregiver and health professional experience of a 
metastatic melanoma trajectory. Interviews were conducted with patients diagnosed 
with metastatic melanoma and family caregivers1, and with health professionals who 
worked with this group of patients. Many of the concepts explored are also relevant 
to other areas of cancer care and the acute care environment. Nonetheless, in the 
context of metastatic melanoma problems encountered by patients are more readily 
!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!
!
1!In!this!research!family!caregiver!refers!to!a!relative,!friend!or!partner!who!has!a!significant!personal!
relationship!with!and!provides!assistance!(physical,!social!and/or!psychological)!to!a!person!with!a!
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identified as they are highly pronounced and often develop more rapidly than in other 
malignancies.  
 
Melanoma can be a very aggressive disease where events unfold quickly and leave 
patients and families little time to absorb events and to negotiate a path. In some 
instances the patient can be perfectly well and then within weeks can be extremely 
unwell and nearing death. In this situation the needs of patients and families can be 
more complex and the healthcare system may struggle to respond effectively to the 
rapidly changing needs of the patient and family caregivers. Further, the trajectory of 
melanoma is extremely unpredictable. The course of the disease can vary greatly 
between patients and melanoma can spread and manifest anywhere within the body 
or in any organ. The trajectory of the disease is much more difficult to predict than in 
other cancers with recurrence ranging from a matter of days to years. 
 
As noted above, melanoma is the most commonly reported cancer in the 15–44 years 
age group (AIHW, 2010). The patient/family unit is characteristically young or 
middle aged and, as such, this is often the time of life when futures are prepared and 
planned (Boyle, 2003). Families confronted with metastatic melanoma often find 
themselves in the midst of dealing with complex issues such as children’s emotional 
reactions and the possibility of the premature death of a parent. To assist families to 
adjust to this critical event further understanding of how families live with a terminal 
illness is required, as are their needs for support. Because the disease is often 
aggressive and unpredictable and treatments for metastatic melanoma are limited, 
complex issues arise not least of which is decision making around treatments that 
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offer little long-term benefit. These may be at the expense of quality of life during 
the final weeks or months prior to a patient’s death.  
 
1.2.3 Palliative care 
Modern medicine has a long history of efforts aimed at curing disease and thereby 
prolonging life. Indeed, as Field and Cassel (1997) suggest: 
In some respects this century’s scientific and medical advances 
have made living easier and dying harder. On the one hand, 
discoveries and innovations in public health, biomedical sciences 
and clinical medicine have brought remarkable advances in our 
abilities to prevent, detect and treat many illnesses and injuries…. 
On the other hand, many people have become fearful that the 
combination of old age and modern medicine will inflict on them a 
dying that is more protracted and, in some ways, more difficult than 
it would have been a few decades ago. (p. 14) 
As such, the success of scientists, clinicians and health professionals has created a 
salient culture within the healthcare system and society in general where the focus is 
on curative care and life prolongation. In this context many health professionals, 
patients and families perceive the introduction of a palliative approach or a referral to 
specialist palliative care as an admission of defeat. The following section provides 
some background to this understanding. 
 
1.3 ORIGINS OF PALLIATIVE CARE  
To begin to understand the positioning of palliative care in the current health system, 
it is helpful to step back and look at the origins and development of the concept of 
palliative care. Palliative care incorporates a specific set of underlying principles and 
systems of service organisation that are a modern response to death and dying (Clark 
& Seymour, 1999). This is a part of the wider sociological response to the tensions 
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surrounding the question of human mortality in modern culture taking into account 
the physical, social, psychological and spiritual dimensions (Clark & Seymour, 
1999).  
 
The origins of modern palliative care can be traced back to religious orders of the 
nineteenth century that were concerned with the care of the dying (Parker, 1988). As 
the nineteenth century advanced, a shift in the dominant cause of death from fatal 
infections and rapid disease progression, to chronic and life-threatening diseases of 
longer duration, saw a change in the place of death from the home to some form of 
institution (Clark, 2008). These institutions that were often the work of religious 
orders and philanthropists with religious motivations, focused on the care of dying 
people (Clark, 2008). 
 
In the second half of the twentieth century major innovations began to take place and 
a modern ‘movement’, reformist in character and founded on the original religious 
and philanthropic homes, began to emerge (Clark, 2008). This tradition developed in 
a broader sense in the twentieth century and more particularly since the 1960s, with 
the work of Dame Cicely Saunders and the modern hospice movement.  
 
Important changes were occurring in Western medicine and health care around this 
time. New treatments were proliferating, specialisation was advancing and an 
increased emphasis upon cure and rehabilitation was evident (Clark, 2008). Within 
this context, the dying patient was often viewed as a medical failure. Death in a 
hospital, rather than at home was becoming the norm with doctors shifting the 
responsibility for dying patients to the care of nurses (Clark, 2008).  
!8 Chapter 1: Introduction 
 
In response to what was perceived as the medical ‘neglect’ of the dying the concepts 
of dignity and meaning at end of life emerged.  An active rather than a passive 
approach to dying was promoted and embraced in the work of Cicely Saunders with 
the opening in 1967 of St Christopher’s Hospice in England.  Within a decade the 
principles of hospice care were extended to include hospitals, thereby extending the 
hospice philosophy to the acute care setting with the term ‘palliative care’ 
subsequently coined in 1974 by Balfour Mount in Canada (Clark, 2008). 
 
1.4 DEVELOPMENT OF PALLIATIVE CARE AND ONCOLOGY 
Although palliative care is relevant to all disease types, the development of the 
relationship between the concepts of palliation and oncology underpins the position 
of palliative care today. The meaning of the verb “to palliate” is “to make (a disease 
or its symptoms) less severe without removing the cause” (Oxford Dictionaries, 
2013). In the world of cancer care the general meaning, “to palliate”, is much more 
complex than this definition implies. When it is used in the context of palliative care 
it may be understood as a philosophy of care, an institution of care, or a service 
provided by a group of health professionals with specific knowledge and expertise.  
 
In the 1950s, all treatments for advanced cancer were very much palliative although 
questions emerged around this time about the limits of medical interventions in the 
form of advanced chemotherapy. While treatments made it possible to prolong the 
lives of patients there were questions around the point at which these treatments 
should cease. When faced with imminent and certain death it was difficult to define 
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the boundary between prolonging life and prolonging the agony and dying of the 
patient.  
 
Around this time two opposing views emerged in the treatment of cancer, one where 
death was seen as a largely natural process that ended pain and suffering and another 
where death was something that should be fought against with medical intervention. 
As Rynearson (1959) stated at the time:  
Despite all the impressive ministrations science can provide, he 
[sic] [the patient] is still dying and is still suffering. There simply is 
no other treatment to apply now, for there is no treatment for death. 
(p. 85). 
As new chemical treatments that temporarily halted or slowed the growth of some 
forms of cancer were developed, issues around ongoing treatment emerged more 
frequently as the personal, medical and research imperatives became more 
intertwined. Pioneers of chemotherapy such as Karnofsky (1962) defended the 
position of ongoing treatment in clinical practice in the name of conscience and 
science. It was argued that clinical observations and repeated trials led to increased 
understanding of a disease and to scientific progress even if such processes failed to 
find practical solutions.  It was further proposed that these strategies avoided errors 
in judgment that may have prematurely condemned the patient (Baszanger, 2012).  
 
Around this time it was also suggested that successful treatments in the fight against 
cancer would come from doctors who do too much and who continue treatment when 
the odds may appear overwhelming rather than from those who do too little 
(Karnofsky, 1960). Thus ongoing aggressive treatment would avoid defeatism that 
was seen as a major barrier to advancing medical knowledge (Karnofsky, 1962). This 
approach was associated with the appearance of a culture of experimentation and 
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clinical trials that contributed to the establishment of medical oncology as a specialty 
in the US in 1973, the formation of the European Society of Medical Oncologists in 
1975 and the establishment of the Medical Oncological Group of Australia in 1977 
(Baszanger, 2012; Casali, 2011; Medical Oncology Group of Australia, 2013). 
 
During the 1970s and 1980s a cure for cancer was deemed possible with a public 
rhetoric of scientific progress and a cure close at hand. During this time it appeared 
that an element of control over advanced cancer was imminent and there in a 
growing belief that cancer may not be terminal and thus could remain in the space of 
cure (Baszanger, 2012). With the separation of advanced cancer and the possibility 
of cure from terminal cancer and the certainty of death, the issue of treatment 
withdrawal was put aside (Holleb, 1972). During this period cancer was constructed 
as a disease that could be controlled and in doing so, death was constructed as the 
enemy and a symbol of failure (Baszanger, 2012). 
 
The terminal phase ushered in the recognition of the need for an alternative for dying 
patients who were either being abandoned by physicians with a pronouncement that 
there was nothing further to be done, or who were dying in a highly medicalised and 
treatment focused environment (Clark, 2007). Palliation of impending death was left 
to those working within the philosophy and practice of palliative care. With the 
recognition of a distinct philosophy and practice of care for those with terminal 
disease, the issue was then the point at which definitive treatment of a patient with 
advanced cancer be stopped and the patient referred to hospice or palliative care 
(Potter, 1980). Oncologists such as Krakoff (1979) expressed concern:  
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In our rush to provide for the dying, we may neglect those who may not be quite 
ready to die…in seeking “death with dignity” we may overlook treatable disease and 
provide patients with the indignity of premature death. (p. 108–109)  
 
Not only were ethical and moral issues at play, but so too were the boundaries and 
mandate of oncology (Baszanger, 2012). This issue is evident today as ongoing 
advances in therapies and the redefining of cancer as a chronic disease poses the 
question of whether to pursue treatment and how to identify the blurred boundaries 
between an active treatment phase and a terminal phase. The boundaries have been 
further distorted with the emergence of palliative chemotherapy as a viable treatment 
later in the disease trajectory, for shorter duration and closer to death (Baszanger, 
2012).  
 
Quality of life then became the mandate of palliative chemotherapy, which is 
described by Archer, Billingham and Cullen (1999) as: 
[The] treatment in circumstances where the impact of intervention 
is insufficient to result in major survival advantage, but does affect 
improvement in terms of tumour-related symptoms, and where the 
palliation/toxicity trade-off from treatment clearly favours symptom 
relief. (p. 470).  
The balance between disease-related and treatment-related symptoms forms the 
physical dimension of quality of life. It was assumed that improvement in this 
parameter was likely to be followed by improvement in other areas leading to global 
improvement. 
 
Not only is quality of life the mandate of palliative chemotherapy but the focus of 
palliative care generally. Indeed, quality of life is an important moral principle in 
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palliative care and the promotion of quality of life can be found in the mission 
statements of most palliative care services (Clark, ten Have, & Janssens, 2002). 
Nonetheless, while quality of life is the mandate, the focus of the medical model is 
on search for cures and therapies and in this search the emotional, social, cultural and 
spiritual complexity that comes with a cancer diagnosis can often be overlooked.  
 
Within an environment where the focus is on curative care and life prolongation 
many health professionals, patients and families view adopting a palliative approach 
or a referral to specialist palliative care as an admission of defeat. With this 
background the chapter now moves on to outline the context, purpose and 
significance of the research. 
 
1.5 CONTEXT 
This research focused on the transition to palliative care within an acute care setting 
and in the context of metastatic melanoma from the perspectives of patients, family 
caregivers and health professionals. Data generated from interviews with patients, 
family caregivers and health professionals with experience of a metastatic melanoma 
environment were analysed to provide an in-depth understanding of the transition to 
palliative care. The research was conducted in Queensland, which has been described 
as the ‘melanoma capital of the world’ (MacKie et al., 2009). Participants were 
recruited from two sources: a major hospital in southeast Queensland and a 
melanoma advocacy and support group.  
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1.6 STATEMENT OF PURPOSE 
The purpose of the research was to provide an understanding of the transition to 
palliative care in the context of metastatic melanoma and in the acute care setting. 
The research explored a number of perspectives to gain a rich understanding of the 
process of transition to palliative care. In addition to the perspective of patients and 
family caregivers, the issues surrounding a diagnosis of metastatic melanoma were 
explored from the perspective of health professionals working in a metastatic 
melanoma environment to further understand the ways in which the transition to 
palliative care occurred. The goal was to understand the constraints that informed 
participants’ actions and the issues that were confronted and how they shaped 
responses. In exploring this process a critical theoretical understanding of the 
transition to palliative care was developed.  
 
1.7 RESEARCH QUESTION AND AIMS 
The study focused on the experiences of patients with metastatic melanoma, family 
caregivers and health professionals. It was guided by the following question:  
How is the concept of transition to palliative care constructed and negotiated within 
the acute care setting of metastatic melanoma? 
 
The aims of the research were to: 
• explore the process by which patients with melanoma transition to 
palliative care 
• analyse factors that shape the transition to palliative care  
• develop a theoretical understanding of the concept of transition to palliative 
care 
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• make recommendations for further research and services appropriate to 
support patients with metastatic melanoma and family caregivers in their 
transition to palliative care. 
!
1.8 SIGNIFICANCE OF THE STUDY 
The research study makes an important contribution to the field of oncology and 
palliative care and more particularly to the difficult and complex area of transition to 
palliative care in an acute care environment. The study points to an unclear process 
in the limited trajectory after diagnosis of metastatic melanoma and an ambiguous 
role for palliative care within this context. The examination of explicit assumptions 
and the identification of inherent conflicts and contradictions in the construction and 
process of transition to palliative care gives rise to important questions around 
professional and organisational rationality and social action oriented to reaching 
understanding.  
 
Importantly, knowledge generated from the study incorporates factors related to 
relationships between practices and structural elements within the healthcare system 
and wider society. The knowledge generated contributes to the understanding of the 
care of patients and is critical to any consideration of the strengths and limitations of 
existing support services for patients and family caregivers. The implications and 
significance of the study are further developed as part of the overview of current 
literature in the following chapter. 
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1.9 POSITION OF THE RESEARCHER 
The research study adopted an ontological view of the world informed by the dual 
lens of symbolic interactionism and a critical perspective that enabled analysis at 
both the micro and macro levels. The researcher was the instrument of data 
generation and analysis in the research. As such, the position of the researcher had a 
major impact on the research. As Ezzy (2002) has noted, any research that claims to 
be objective and uninfluenced by the researcher is deceptive. For this reason it is 
appropriate that some reflection is given to the role of the researcher. 
 
As the researcher I came to the research study with a desire to explore how the 
transition to palliative care is constructed and negotiated within the context of 
metastatic melanoma. My interest in this area was generated from both personal and 
professional experience. My husband was diagnosed with melanoma in 2004 and 
died from metastatic melanoma eleven months after diagnosis.  
 
One of the most vivid memories of the experience of my husband’s journey with 
metastatic melanoma was a consultation with a medical specialist six months after 
diagnosis. At the consultation, the specialist advised that scan results showed new 
metastatic disease in the liver and lungs. In breaking the news the specialist advised 
there were no further treatment options available. The message was, “go home and 
get your affairs in order, there is nothing more we can do. It is only a matter of 
months”. My husband asked, “how many months?” The reply was, “not many”. At 
this time my husband appeared healthy and had no symptoms of disease. Further 
referrals to other health professionals were not discussed.  
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In hindsight and after a number of years working in a palliative care environment, I 
came to an understanding that perhaps a referral to palliative care was appropriate at 
that time and yet this was not discussed. Possibly the medical specialist could see we 
were not ready to consider palliative care. Indeed if palliative care had been 
mentioned I would have ‘run a mile’, as, at that time my understanding of palliative 
care was simply that palliative care was about dying and in accepting a referral to 
palliative care we would be ‘giving up’. It was my view that my husband did not 
need palliative care as he was fit and healthy with no physical signs or symptoms of 
disease and in any case, we were going to ‘beat’ the disease.  
 
So what was the process for our transition to palliative care? Needless to say, we did 
not give up and in fact I was more determined than ever to prove the medical 
specialist wrong. We searched online for possible clinical trials and treatments, both 
conventional and non-conventional; however at that time there was very little on 
offer for metastatic melanoma. My husband participated in an immune therapy trial 
and adopted a holistic lifestyle; even so, over the ensuing months his health gradually 
deteriorated. Eight weeks before my husband’s death he was referred to palliative 
care for pain management. The support provided by community palliative nurses 
enabled my husband to remain at home until his death.  
 
In the ensuing years this experience provided the basis for much reflection. How do 
other patients and families negotiate a diagnosis of metastatic melanoma? What does 
it really mean to ‘go home and get your affairs in order’? How can the health system 
better support patients and families on this journey? These questions were the 
impetus for this research. By exploring these issues it is hoped that the openness and 
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flexibility within the research environment will provide a deeper understanding of 
the transition to palliative care within the acute care setting of metastatic melanoma. 
It is my intention that the research will provide significant and powerful insight into 
an area that is largely excluded from the public sphere and where little is known 
about the impact on the patient journey. 
 
1.10 STRUCTURE OF THE THESIS  
The research strategy for the study and the structure of the thesis is as follows. The 
first chapter provided an introduction to the study. The chapter outlined the 
background, the research question and aims, the significance of the study and the 
position of the researcher.  
 
Chapter two contextualises the research background, identifies a knowledge gap and 
provides a rationale for the research. The chapter provides a broad overview of the 
literature relating to the melanoma experience, palliative care and transitioning in 
care. The management of melanoma and the patient journey are outlined followed by 
a discussion of the current literature relating to definitions of palliative populations, 
evidence for palliative care, integration of palliative care and oncology, and referral 
to and communication in palliative care. In keeping with the theoretical framework 
the chapter proposes a contextual rationale to situate and justify the research rather 
than a systematic literature review.  
 
Chapter three details and justifies the theoretical framework underpinning the 
research. The study draws on the theoretical works of Mead, Blumer and Habermas. 
The focus of Mead and Blumer on the dynamics of interaction provided an 
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understanding of the ways in which meaning is constructed through interactions 
within the research context. In extending this framework, Habermas’s concepts of 
system and lifeworld were brought to the analysis where the system represented 
technical scientific rationality and the lifeworld the everyday world that humans 
share with others. These latter ideas then provided a lens that extended the analysis 
from the level of human action to systemic and structural levels.  
 
Chapter four outlines the methods applied in the research. The methods were broadly 
drawn from the interpretive works of Glaser and Strauss and Charmaz. The methods 
align with a critical interpretive approach and allowed the researcher to construct and 
reconstruct the data created with participants rather than uncovering an emergent 
truth. The chapter details justification of the methods, recruitment and interview 
processes, data generation, the analysis process, rigour and reflexivity. The chapter 
concludes with an outline of ethical and health and safety issues relevant to the 
conduct of the research.  
 
The research findings are organised around three chapters, the first being chapter five 
which explores theoretically and conceptually the positioning of palliative care as it 
is constructed and negotiated by patients, family caregivers and health professionals 
within the acute care setting. In this setting, at the patient level, palliative care is 
constructed as: managing physical symptoms, nearing the end, and seeking quality of 
life. While this construction is shared in part with health professionals, there were 
differing understandings of palliative care that serve to provide insight into the 
tensions and ambiguities that exist within the practice of palliative care in the acute 
care context.  
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The research findings are further explored in chapter six, which examines the 
organisation of palliative care within the acute care context. The chapter explores 
tensions created in a system where there is an entrenched hierarchy of knowledge 
underpinned by specialisation. The impact of professionalism and teamwork on the 
process of referral to palliative care is a focus of analysis. Central to the chapter is 
the argument that issues around specialisation and the hierarchy of knowledge impact 
on a team approach to care for those with metastatic melanoma and while these 
issues remained unresolved care in the research context was fragmented. 
 
Chapter seven further explores the research findings by analysing issues in the 
decision-making process and the complexities of the patient and physician encounter. 
Medical professionals are commonly situated as experts in the health system 
whereby they provide patients with information on disease prognosis and treatment 
choices. However, due to the complexity of medical information and the complex 
range of choices over treatments, clinical trials and palliative care, patient choices are 
constructed in a number of ways. 
 
Finally chapter eight provides the conclusions of the study. A summary of the key 
insights that have been outlined in this critical exploration of the construction and 
negotiation of the transition to palliative care within the acute care setting of 
metastatic melanoma is presented. Limitations of the study are discussed together 
with the broader implications and recommendations that arise from the research 
findings. The thesis now turns to the next chapter and a contextual review of the 
research around the research question and aims.  
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Chapter 2: Contextual Literature Review 
The question is not what you look at, but what you see. (Henry 
David Thoreau, 1906, p. 373) 
 
2.1 INTRODUCTION 
A preliminary review of the literature, as addressed in this chapter, contextualises the 
research background, identifies a knowledge gap and provides a rationale for the 
research. As outlined in the previous chapter, the research question is ‘how is the 
concept of transition to palliative care constructed and negotiated within the acute 
care setting of metastatic melanoma?’ As such, this chapter broadly reviews the 
literature relevant to melanoma and palliative care. The first section turns to literature 
within the melanoma context and examines the current situation for those with a 
diagnosis of metastatic melanoma. In the second section the literature around 
palliative care and, more specifically, the transition to palliative care and the 
integration of palliative care and oncology is addressed. In its totality this chapter 
serves to situate and justify the proposed research.  
 
2.2 MELANOMA  
2.2.1 Melanoma management 
Metastatic melanoma remains one of the most aggressive of human malignancies 
(Flaherty, 2010; Ko, Velez & Tsao, 2010). Until recently systemic treatments were 
largely ineffective with response rates of less than 10% and a median overall survival 
of six to nine months (Kim, 2013; J.F. Thompson, Scolyer, & Kefford, 2009). Many 
agents have been studied in the treatment of metastatic melanoma, from 
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immunotherapy with interferon and interleukins, to combinations of 
chemotherapeutic agents and yet no one agent has demonstrated the ability to induce 
long lasting remission or to substantially prolong survival (Crosby, Fish, Coles & 
Mason, 2000; Thumar & Kluger, 2010). Indeed, until 2010, no randomised clinical 
trials had provided evidence for improved survival for those with advanced-stage 
metastatic melanoma (Schadendorf & Hauschild, 2014). 
 
More recently, after many decades of minimal progress in treating metastatic 
melanoma advances in treatments are being made based on a rapidly evolving 
understanding of tumour biology and immune physiology (Menzies, 2012; 
Schadendorf & Hauschild, 2014). These findings have translated into pivotal drug 
development and subsequently into clinical management (Schadendorf & Hauschild, 
2014). A number of new agents, including ipilimumab (Yervoy) and vemurafenib 
(Zelboraf) have induced promising but limited responses (Kim, 2013). Ipilimumab 
was included on the Pharmaceutical Benefits Scheme (PBS) in Australia in August 
2013 while the Therapeutic Goods Administration (TGA) in Australia registered 
vemurafenib in 2012, although reimbursement under the PBS was not in place. 
 
Despite such developments, with a response rate of approximately 10% for 
ipilimumab and median progression-free survival duration of approximately 6 to 7 
months for patients receiving vemurafenib, many patients receiving these treatments 
will have disease progression within one year (Schadendorf & Hauschild, 2014). 
Targeted therapies and checkpoint inhibitors have also changed the management of 
patients with metastatic melanoma (Menzies & Long, 2013) and within this 
environment a perception of a changed disease trajectory with an improved prognosis 
!Chapter 2: Contextual Literature Review 23 
for metastatic melanoma is possible. In fact, constant media reports to this effect 
raise the expectations of not only those impacted by metastatic melanoma but also 
the public, thereby creating a perception that a cure for melanoma is ‘just around the 
corner’. However, while survival may be extended in the short term, the reality is 
that many patients ultimately succumb to the disease (Kim, 2013; Schadendorf & 
Hauschild, 2014). 
 
2.2.2 Melanoma and the patient journey 
Much of the literature on melanoma focuses on causes, prevention and treatment of 
the disease, while studies exploring the effects on patients of a diagnosis of 
metastatic melanoma and the need for appropriate services have lagged behind 
(Hancock, 2003; Wheeler, 2006). It is recognised that care of those with metastatic 
melanoma has become increasingly complex and requires a multidisciplinary 
approach with a team of clinicians who understand clinical, pathological and 
molecular factors (J.F. Thompson & Menzies, 2013). Providers may include 
surgeons, medical oncologists, radiation oncologists, primary care physicians, 
palliative care specialists and others (Stitzenberg, Thomas & Ollila, 2007). Since 
diagnosis and treatment of metastatic melanoma involves a number of different 
providers it is important that good communication and co-ordination is maintained 
(Stitzenberg, Thomas & Ollila, 2007; Wheeler, 2009). Individual specialties might 
have differing recommendations and guidelines on the management of melanoma 
and as such coordination of services is needed to ensure improved patient care 
(Stitzenberg, Thomas & Ollila, 2007). Maintaining open lines of communication is 
essential. Studies have reported that co-ordination between providers is variable and 
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patients have difficulty when working with a range of clinicians (Hancock, 2003; 
Stitzenberg, Thomas & Ollila, 2007).  
 
While there has been progress in the medical management of metastatic melanoma 
challenges persist because treatment decisions exist within an environment of 
extreme uncertainty (Boyle, 2003; Rubin, 2009). Difficult discussions take place as 
treatment options and recommendations are often confusing and overwhelming for 
patients (Rubin. 2009). A review of research by Cashin et al. (2008) identified that at 
the point of diagnosis patients with metastatic melanoma have a high level of 
functioning but these patients decline quickly in almost all areas of major functioning 
as assessed by quality of life scales. Disease symptoms and adverse effects of 
therapies used to treat the disease are responsible for this decline (Cashin et al., 
2008). Hence, assessing how treatments translate into a real health benefit for 
patients is crucial (Grob et al., 2014). Indeed, the goal of an active treatment is to 
improve not only quantity of life but quality of life (Peppercorn et al., 2011).  
 
A study in 1999 identified a need for more research to measure melanoma patients’ 
needs and to develop methods to meet these needs effectively (Bonevski, Sanson-
Fisher, Hersey, Paul & Foot, 1999). Subsequent research focuses on the psychosocial 
challenges faced by individuals with melanoma with strong evidence that 
psychological interventions can improve psychosocial outcomes for these patients 
(Kasparian, 2013). A reduction in anxiety was evident when the care pathway for a 
patient with melanoma was managed and coordinated by a specialist nurse 
(Wheelhouse, 2004). A study by Winterbottom and Harcourt (2004) provided 
evidence that patients with metastatic melanoma appeared to use a wide range of 
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coping strategies and required additional support both at diagnosis and beyond. 
Additional research concluding that patients with melanoma might be helped by the 
ongoing practical and psychological support of healthcare professionals has 
supported these findings (Kasparian, McLoone & Butow, 2009; Wheeler, 2006).  
 
Despite the poor prognosis for patients with metastatic melanoma, there is a distinct 
lack of research evidence examining the transition to palliative care from the 
perspective of patients and carers. A study by Brown et al. (2000) sought to explore 
the psychological experience of metastatic melanoma patients in the last year of life 
and found that this cohort of patients was more likely to actively seek information 
about melanoma over the final year of life. Furthermore, the findings suggest that 
while patients work actively to cope with the disease, issues of enhanced self-care 
and family support were prominent concerns (Brown et al., 2000). A study by Becker 
at al. (2011) identified metastatic melanoma as one the three malignancies with the 
highest number of patients with unmet palliative care needs. Indeed, while 
therapeutic options were limited patients with melanoma wanted to be informed of 
their diagnosis and to openly discuss prognosis (Constantinidou et al., 2009; 
Livingstone et al., 2015). A study by Passalacqua et al. (2002) identified that while 
the most frequent concern was about prognosis the main driver for information was 
the need for reassurance. As such these studies reflect the importance of timely 
information and coordination of care to address the uncertainty and complexity in the 
management of metastatic melanoma. 
 
Within the broader category of skin cancer and melanoma there is limited research 
evidence related to the patient and carer experience and associated support needs. A 
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recent systematic review examined research on the needs and experiences of people 
with a diagnosis of skin cancer including melanoma (Barker, Kumar, Stanton & 
Bath-Hextall, 2011). Significantly, of 29 papers identified for retrieval, only two 
were considered by the authors to reflect expert opinion and were included in the 
review. The review included research from the time of diagnosis to the later stages of 
disease progression and was not confined to melanoma but included all skin cancers. 
Hence, there was an identified need for further research in this area that would enable 
health professionals to understand the psychosocial concerns of the patient group and 
to design appropriate services (Barker et al., 2011). 
 
In contrast to the lack of research evidence on melanoma, evidence exists that 
indicates a high level of unmet needs of patients with advanced cancer across a range 
of domains including psychological, emotional, informational, communication and 
health systems (Rainbird, Perkins, Sanson-Fisher, Rolfe & Anseline, 2009). An 
important component of health care for people with cancer is the identification and 
management of unmet supportive care needs (Harrison, Young, Price, Butow & 
Solomon, 2009). Evidence further implies that the needs of patients cannot be 
generalised across cancer types, as unmet needs may be tumour specific (Lintz et al., 
2003; Sutherland, Hill, Morand, Pruden & McLachlan, 2009). As a result this 
indicates a need for research that generates an understanding of the significance of 
and the transition to palliative care in the context of metastatic melanoma. 
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2.3 PALLIATIVE CARE 
2.3.1 The discipline of palliative care 
The literature that supports the discipline of palliative care is diverse and complex, 
reflecting the changing and dynamic nature of the field. The palliative care literature 
spans many disciplines including medicine, nursing, social work, psychology and 
pastoral care. It has been suggested that issues around evidence are made more 
difficult by the multidisciplinary nature of clinical care (Tieman, Abernethy, Fazekas 
& Currow, 2005). Furthermore the field is not limited by a single symptom, 
diagnosis or population characteristic, as prognostication and care of patients with 
life-limiting illness spans all diseases. As a discipline, palliative care engages with 
other medical specialties and academic disciplines and in doing so draws from those 
areas of literature while potentially contributing to the practice within these 
specialties and disciplines (Hui et al., 2011; Tieman, Sladek & Currow, 2009).  
 
While established disciplines have focused mostly on the diagnosis and management 
of specific disorders, a wide range of topics fall under palliative care, ranging from 
symptom management, psychosocial care, spiritual issues, decision making, 
communication, informal care giving, health services, ethics and end-of-life care. 
The study population can vary widely with patients at different stages of disease 
progression. Additionally, palliative care is applied in a number of diverse settings 
ranging from acute care settings, including inpatient hospital services to hospices, 
aged care facilities, and community and home.  
 
The intention of palliative care is to meet the physical, psychological, social and 
spiritual needs of the patient and their family within an integrated multidisciplinary 
care framework (Palliative Care Australia, 2003). In Australia palliative care is 
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coordinated and provided by primary health professionals, including general 
practitioners and community nursing teams, and with specialist palliative care teams 
that include specialist physicians, nurses and allied health professionals who are 
available to provide support on a consultative and/or direct care basis. While services 
in Australia are quite well developed, there is significant variation in access and 
quality (Eagar, Watters, Currow, Aoun, & Yates, 2010), 
 
2.3.2 Defining the palliative patient 
While research on palliative care has grown significantly in recent years, the 
description of this patient population remains vague. Despite working definitions of 
palliative care proposed by the World Health Organisation (WHO) (2002) and 
others, different studies have had different criteria for including patients in their 
study population (Groninger, 2013; Pastrana, Junger, Ostgathe, Elsner & Radbruch, 
2008; Van Mechelen et al., 2013). Furthermore, palliative care is a dynamic concept 
that has assumed new meanings and significance over time and in so doing it now 
addresses the needs of a wide range of patient populations who may not be 
categorised as ‘dying’ but for whom alleviation of suffering and improvement of 
quality of life are relevant goals (Meghani, 2004; Peppercorn, 2013).  
 
A systematic review of medical literature on randomised controlled trials (RCTs) in 
palliative care reports that after thirty years of palliative care research the diversity of 
palliative and terminal care patient populations makes it difficult to describe these 
patients (Van Mechelen et al., 2013). In fact, it was found that life expectancy was 
similar in palliative care and terminal care RCTs thus demonstrating the difficulty of 
differentiating between these two groups (Van Mechelen et al., 2013). Furthermore 
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the description of palliative care cancer populations varies considerably between 
studies with inconsistent registering and reporting of variables, with the result that 
implementation of research findings in everyday practice is impeded (Sigurdardottir, 
Oldervoll, et al., 2014).  
 
A systematic review identified elements of a patient’s health status (type of disease 
and disease trajectory) and the care delivered to them (holistic, multidisciplinary 
approach focusing on pain and symptom control and quality of life) which was then 
to be included in the definition of a palliative care patient (Van Mechelen et al., 
2013). The authors also argued that in order to distinguish a palliative care patient 
from a terminal care patient more qualitative research was needed that considered 
patient readiness and a vision of palliative care shared by the patient and caregivers 
involved (Van Mechelen et al., 2013). More recently an international Delphi process 
with input from palliative care experts from thirty countries reached a consensus on a 
set of thirty-one core variables to describe a palliative care cancer population 
(Sigurdardottir, Kaasa, et al., 2014). It has been suggested that this gives a unique 
platform for standardising research and facilitating the transfer of research findings 
to the clinical setting thereby increasing the evidence base in palliative care 
(Sigurdardottir, Kaasa, et al., 2014).  
 
Others have suggested that in place of an underlying disease diagnosis or prognosis, 
a better definition of a palliative care patient might be based on need for services 
(Groninger, 2013). This was supported by earlier research that saw palliative care 
referral being related to complexity of needs and the ability of the primary healthcare 
providers to meet those needs, rather than simply disease progression or functional 
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decline (Johnson, Girgis, et al., 2011). It has also been suggested that palliative care 
discussed in terms of pain and symptom management, with little awareness of 
services directed towards the physical and psychosocial needs of patients and 
caregivers, obscured the importance of needs based referrals (Kirby, Broom, Good, 
Wootton & Adams, 2012). 
 
2.3.3 Evidence for palliative care 
In order to understand the positioning of palliative care this section explores 
evidence supporting the practice of palliative care. It has been suggested by Aranda 
(2001) that palliative care has been in danger of suffering from ideological 
stagnation: 
The philosophy of palliative care had become so enshrined in 
rhetoric that practitioners are able to claim that they provide whole 
person, family centred and multidisciplinary care, while failing to 
explore the limits to which this is achieved within the context of 
contemporary health-care delivery. (p. 572) 
While the philosophy of palliative care may be enshrined in rhetoric, in 
contemporary and Western healthcare systems not only do patients demand and 
expect high quality care, but also, with the growth in government funding of 
palliative care services there is increased demand for accountability of outcomes in 
palliative care. The challenge to prove the place of palliative services has been 
extended by the need to demonstrate the effectiveness of interventions so they can be 
taken up more broadly in health care (Aranda, 2001). 
 
Significantly, a number of landmark studies have demonstrated the impact of health 
service delivery in palliative care. In the United States an RCT tested the 
effectiveness of nurse-led palliative care intervention to improve the care of patients 
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with advanced cancer (Bakitas et al., 2009). The study compared participants 
receiving the usual oncology care with those receiving a palliative care focused 
intervention, referred to as Project ENABLE (Educate, Nurture, Advise, Before Life 
Ends).  This model addressed physical, psychosocial and care coordination provided 
concurrently with oncology care. Results demonstrated that integration of a nurse-led 
palliative care intervention concurrent with anti-cancer treatments demonstrated 
higher quality of life, lower depressed mood, but limited effect on symptom intensity 
scores and use of resources (Bakitas et al., 2009).  
 
The above research was followed by a prospective, randomised study from the 
United States that broadened understanding of the role of specialist palliative care 
services and the advantages of early referral in the care of patients with advanced, 
incurable cancer (Temel et al., 2010). In this study patients with newly diagnosed 
metastatic non–small cell lung cancer were randomised to receive early palliative 
care integrated with standard oncological care or standard oncological care alone. 
The study provided a watershed moment in oncology and palliative care as the 
results provided clear evidence that early palliative care led to significant 
improvements in both quality of life and mood among patients with metastatic non–
small cell lung cancer (Temel et al., 2010). Furthermore, patients receiving early 
palliative care had less aggressive care at end of life with reduced chemotherapy, but 
with longer hospice care and longer survival (Temel et al., 2010).  
 
Evidence from the study by Temel et al., (2010) was supported by a cluster RCT 
which suggested that early palliative care might improve quality of life and increase 
satisfaction with care for patients with a large range of advanced solid tumour 
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malignancies (Zimmerman et al., 2014). The results from this study were based on a 
collaborative approach between oncology and palliative care that differs from the 
traditional view of palliative care services as used only at the very end of life 
(Zimmerman et al., 2014). The findings were consistent with those of previous 
studies that showed a benefit of early palliative care for improving quality of life 
(Bakitas, et al., 2009; Temel et al., 2010). The findings also found that early 
palliative care improved satisfaction of patients with their care (Zimmerman et al., 
2014). Taken together these high quality studies provided support for early 
involvement of specialised palliative care in tandem with standard oncology care 
(Zimmerman et al., 2014). 
 
Further support for the involvement of palliative care teams in providing improved 
outcomes for patients with cancer and their caregivers was found in a systematic 
review that focused on specialist palliative care in the home, hospital or designated 
inpatient settings for patients with cancer (Higginson & Evans, 2010). Overall the 
evidence indicated that the use of home, hospital and inpatient specialist palliative 
care services significantly improved patient outcomes in the domains of pain and 
symptom control, and reduced hospital admissions and anxiety (Higginson & Evans, 
2010). While the appraisal found improvement across domains, it also suggested 
there was a need to understand better the effects of different models of service, to 
investigate all types of palliative care teams and to consider the different mix of 
individuals within teams (Higginson & Evans, 2010).  
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2.4 INTEGRATION OF PALLIATIVE CARE AND ONCOLOGY CARE 
As referred to above, the literature highlights the benefits of a shift in the delivery of 
palliative care from a focus on end-of-life care, provided when all disease-modifying 
treatment has ceased, to earlier involvement with the provision of palliative care as 
required throughout the disease trajectory. Research studies support the integration of 
palliative care upstream in the cancer care continuum as the standard of care for 
patients with advanced or metastatic disease (Ferris et al., 2009; Finlay & Casarett, 
2009). Early involvement of specialist palliative care is becoming a quality standard 
for patients with cancer and it is widely acknowledged and recommended that a 
palliative approach be utilised whenever needs are identified, irrespective of stage of 
disease, and not only at the end of life (Cherny, Catane & Kosmidis, 2003; PCA, 
2005b; Smith et al., 2012; WHO, 2002).  
 
In addition to the above, the American Society of Clinical Oncology (ASCO) issued 
provisional guidelines that recommend “combined standard oncology care and 
palliative care should be considered early in the course of illness for any patient with 
metastatic cancer” (Smith et al., 2012, p. 2). The European Society for Medical 
Oncology (ESMO) made a similar recommendation (Cherny, Catane, Schrijvers, 
Kloke, & Strasser, 2010), as did Palliative Care Australia (2005b). These 
recommendations contrast with an earlier statement that emphasised the apparent 
disconnectedness of cancer care and palliative care in proposing that, “when 
effective cancer therapy is no longer available, patients should have access to optimal 
palliative care and counselling with respect to end-of-life issues” (ASCO-ESMO, 
2006).  
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The Clinical Practice Guidelines for the Management of Melanoma in Australia and 
New Zealand recognised that palliative care referrals are appropriate at any stage of 
illness and recommended that, “referral for palliative care be based on the needs of 
the patient and family, not just the stage of disease” (Australian Cancer Network 
Melanoma Guidelines Revision Working Party, 2008). However, despite these 
recommendations parallel literature also indicate that many cancer clinics and 
oncologists have not incorporated these evolving standards into routine practice and 
as a consequence referrals are usually late in the disease process (Broom Kirby, 
Good, Wootton, & Adams, 2012; Hui et al., 2010; Wentlandt et al., 2012). 
 
2.5 PALLIATIVE CARE TRANSITION 
The transition to palliative care is recognised as one of the most-under studied 
processes in health care and at the same time it is described as one of the most 
confusing and traumatic transitions a patient can experience (Harrington & Smith, 
2008; Larkin, Dierckx de Casterlé & Schotsmans, 2007; Marsella, 2009; Schulman-
Green, McCorkle, Curry, et al., 2004; Siminoff, Rose, Zhang & Zyzanski, 2006; 
Waldrop et al., 2012). Research studies suggest the transition between curative 
therapy and palliative care may be filled with uncertainty and poor communication 
for patients, families and health professionals. Congruence between patients, 
caregivers and health professionals regarding the goals of therapy may be variable 
and shift along the disease trajectory (Rayson & McIntyre, 2007). Recognising the 
dynamic nature of information sharing, comprehension and communication with 
healthcare providers has been shown to be critical if patients and caregivers are to 
maintain a sense of coherence and to understand and manage the changes that 
accompany a life limiting illness (Andershed, 2006; Burns, Broom, Smith, Dear, & 
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Craft, 2007). Furthermore, timely communication with information and meaningful 
discussion about disease progression can help patients and family caregivers prepare 
for advanced stages of illness and approaching death (Waldrop et al., 2012). 
 
2.5.1 Timing of referral 
Studies indicate that there are no clear boundaries between curative and palliative 
care; physicians and nurses often lack knowledge of what palliative care actually 
involves; and patients can be presented with almost endless options for cancer-
directed therapies (Finlay & Casarett, 2009; Löfmark, Nilstun, & Ågren Bolmsjö, 
2007). Additionally the disease trajectory does not always follow a conventional 
model of curative, palliative and terminal phases of medical care and uncertainty 
exists around the appropriate timing and goals of palliative care referral (Rayson & 
McIntyre, 2007). To unravel some of the complexities of the process and timing of 
transition to palliative care the literature around the evidence base and positioning of 
palliative care will be explored. 
 
Despite the evidence for early referral and integration the literature around actual 
palliative care referral points to a seemingly random and discretionary default option 
that is sometimes used when all possibilities for life extending treatment have been 
exhausted or are not easily accessed (Haines, 2011; Peppercorn et al., 2011). Indeed 
in some studies an either/or approach to care was identified, rather than concurrent 
palliative and curative treatment as recommended in the contemporary models of 
palliative care (Boyd & Murray, 2010; Gott, Ingleton, Bennett & Gardiner, 2011). 
Oncologists in Australia report that they favour early referral for specialist palliative 
care, with a concurrent rather than a sequential model of care (Ward, Agar & 
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Koczwara, 2009). Despite this, evidence indicates that patients were usually referred 
late and often within days of end of life (Johnson, Girgis, Paul & Currow, 2008). 
Beliefs about the benefits of early referral were thus inconsistent with practice 
(Johnson, Girgis, Paul & Currow, 2008; Peppercorn et al., 2011). 
 
Indeed evidence indicated there was a broad consensus around the importance of 
discussing referral to palliative care early, but clinicians highlighted frustrations with 
the perceived practical limitations in achieving this (Broom, Kirby, Good, Wootton 
& Adams, 2013). Not only were lack of resources and an apparent resistance or 
denial on the part of patients and families highlighted as reasons for late referral, but 
also specialists’ individual desires, subjective experiences and emotional 
characteristics mediated referral (Broom et al., 2013). It was suggested that provision 
of palliative care should be triggered not by diagnosis, or even prognosis, but 
according to the needs of a patient and family (Brooksbank, 2009; Murray & Mason, 
2010). Similarly health professionals nominated that referral to a specialist palliative 
care service should relate to the complexity of needs and the ability of primary 
healthcare providers to meet those needs, rather than disease progression, functional 
decline or when all disease modifying treatment was ceased (Johnson, Girgis, et al., 
2011).  
 
Evidence further indicated that palliative care might be provided satisfactorily by 
general practitioners and other primary health providers while not all people with 
advanced disease would want or need specialist palliative care services (Johnson, 
Girgis, et al., 2011; Mitchell, 2002). Indeed it was recognised that with the current 
level of resources routine access to specialist palliative care at any time in the disease 
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trajectory, rather than when complex needs were present, was likely to result in the 
overloading of specialist services (Johnson, Girgis, et al., 2011).  
 
Hence, evidence suggests a number of approaches and practices in the transition to 
palliative care. On one level these included an either/or approach where medical care 
has been articulated as having two mutually exclusive goals: either to cure disease 
and thereby prolong life or to provide comfort care in the form of palliative care 
(Morrison & Meier, 2004). Given this dichotomy, the decision to provide a palliative 
approach to care is made only after treatment focused on prolonging life has become 
ineffectual and death is considered imminent (Morrison & Meier, 2004). On another 
level an integrated approach may be deemed appropriate where a concurrent rather 
than a sequential model of care exists is indicated. However, more recently, studies 
suggest a needs-based approach is more appropriate than referrals based on either 
diagnosis or prognosis. 
 
2.5.2 Communication and decision making 
As noted above, a number of research studies have indicated that the formal 
introduction of palliative care services is a distressing time for patients and families. 
Health professionals, as a result, found it very difficult to discuss the issue with 
patients (Harrington & Smith, 2008; Keating et al., 2010; Schofield, Carey, Love, 
Nehill & Wein, 2006). Furthermore, physicians were conscious that some patients 
relied on relationships that were developed and that they might feel abandoned, 
especially at the point when disease-modifying therapies were no longer available 
(Back et al., 2009; Krishnasamy, Wells & Wilkie, 2007). Other studies identified that 
uncertainties around prognosis and unpredictable illness trajectories, combined with 
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difficulties in sustaining hope, also contributed to problems in managing the 
transition process (Gott et al., 2011; Kaur & Mohanti, 2011). Transitional periods in 
the disease trajectory are dynamic periods characterised by uncertainty and a sense of 
disconnect from the familiar. Indeed, for the patient transitions across the continuum 
of care can be a time of great vulnerability where family or caregivers are often the 
only ‘common thread’ as they access and coordinate care across a number of 
providers (Coleman, 2003).  
 
Clinicians may differ in their opinions about the nature of communication with 
patients of prognosis of incurable diseases (Dalgaard, Thorsell & Delmar, 2010). 
Studies have indicated there can be a lack of effective discussion with patients and 
families around adopting a palliative approach to patient management where the 
result is that patients hold a ‘false hope’ of cure (Gott et al., 2011). A number of 
research studies found that prognosis does not appear to be routinely discussed with 
patients. Indeed, in some cases the lack of awareness and often denial of the patient’s 
terminal prognosis prior to the referral to palliative care or hospice care was apparent 
(Schulman-Green, McCorkle, & Curry, et al., 2004). Timely communication with 
information and meaningful discussion of disease progression has been shown to 
help family caregivers in their understanding of the role of palliative care and thereby 
prepare for the advanced stages of illness and an approaching death (Waldrop et al., 
2012). 
 
Research studies have indicated that referral to palliative care is both challenging and 
complex and may be variable between medical specialists (K. H. Campbell et al., 
2010; Hardy, Maresco-Pennisi, Gilshenan, & Yates, 2008; Johnson et al., 2008). 
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Furthermore, the scope of services and the degree of integration in cancer clinics 
varies widely (Hui et al, 2010). Key challenges to referral range from clinical 
uncertainty around whether to continue active treatment or refocus on quality of life 
and palliative care, to the emotional aspects of communicating ‘bad news’ (Broom et 
al., 2013). Further studies have indicated a ‘treat to death’ narrative embedded in a 
curative and disease focused biomedical culture evident among clinicians, patients 
and family members (Broom et al., 2013). Further, it has been recognised that early 
referral discussions with patients may be problematic due to a perceived ‘resistance’ 
or ‘denial’ on the part of the patients and families. 
 
Other research findings have reflected the extent to which a cancer diagnosis brings 
with it enormous physical and psychosocial challenges for both the person 
experiencing the illness and family members (Cooley & Moriarty, 1997; Kristjanson 
& Ashcroft, 1994; Zabora et al., 1997). Among the challenges faced by patients are 
decisions around cessation of treatment and end-of-life care. Many of the decisions 
made during this period present patients and health professionals with ethical 
dilemmas that require open discussion (Díaz-Monts, Johnson, Giuntoli & Brown, 
2013). There is considerable emphasis in the oncology literature on patient 
satisfaction with health professional communication and involvement in decision-
making regarding care (Barthow, Moss, McKinlay, McCullough & Wise, 2009; 
Butow, Brown, Cogar, Tattersall & Dunn, 2002; Schofield et al., 2006). 
 
Research studies have pointed to a number of ongoing issues around consensus 
among clinical teams about the transition to palliative care. Problems with differing 
opinions regarding the concept of palliative care can result in a decision being made 
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without agreement between members of a treating team (Löfmark et al., 2007). 
Indeed, studies have shown that effective communication between nurses and 
physicians can impact referral and in some cases nursing input may facilitate 
transition to palliative care (Lofmark, Nilstun & Bolmsjo, 2007; G.N. Thompson, 
McClement & Daeninck, 2006). In a more recent study it was noted that decision 
making around referral was consultant-led with limited opportunity for junior team 
members and nursing staff to have input into decisions about palliative care referral 
(Gott et al., 2011). 
 
Transition in palliative care literature has been more frequently addressed from the 
health professional’s perspective than from a patient and family perspective (Larkin 
et al., 2007). Yet it has been generally accepted that service planning in palliative 
care should include a patient perspective with the needs of the patient and family 
acknowledged and addressed, if any semblance of a patient-centred approach is to be 
achieved (Reinke et al., 2008). At the same, time studies have referred to the 
transition process as more than a physical process (Marsella, 2009); it involves 
patients facing their own mortality and shifting their focus from hope for a cure to 
hope for not suffering (Duggleby & Berry, 2005).  
 
2.6 SUMMARY AND IMPLICATIONS 
This chapter provided a preliminary review of the literature to contextualise the 
research. The review explored literature within the melanoma context and provided 
an overview of the current situation for those with a diagnosis of metastatic 
melanoma. In the second section the literature around palliative care and more 
specifically definitions of the palliative care patient, transition to and evidence for 
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palliative care, and referral to and integration of palliative care and oncology were 
addressed. This review pointed to an area of knowledge that has received little 
research attention as the construction and negotiation of palliative care within the 
acute care context of metastatic melanoma. From this contextual review the thesis 
moves on to explore the theoretical concepts that enabled exploration of the said 
knowledge area and the generation of some greater understanding of related issues.  
To broaden the scope of research on transition to palliative care more generally and 
specifically within the acute care setting this research brought together theoretical 
tenets that give primacy to both interactions and structures thus opening interpretive 
possibilities. 
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Chapter 3: Theoretical Framework 
We might say that at this moment, as in the time of Galileo, what 
we most urgently need is much less new facts (there are enough and 
even embarrassingly more than enough of these in every quarter) 
than a new way of looking at the facts and accepting them. A new 
way of seeing, combined with a new way of acting – that is what 
we need. (Pierre Teilhard de Chardin, 1970, p. 294–295).  
 
3.1 INTRODUCTION 
This chapter will argue a justification for the theoretical framework and underlying 
assumptions that have informed the research. The framework draws on a 
combination of interpretive and critical traditions in setting down the underpinnings 
of the study. The chapter first addresses relevant ideas and concepts that derive from 
the broad pragmatist tradition and the subsequent symbolic interactionist works. 
Second, this interpretive frame is combined with the critical theory of Habermas in 
developing a lens that extended the analysis from the interpretive to the systemic or 
structural levels. Here it is argued that Habermas’s concepts of the ‘system’ and 
‘lifeworld’ encompass the ways in which people interpret and understand 
experiences and the social context that is detached from the immediate experience. 
 
Thus the thesis takes a critical stance towards social structures and processes that 
shape individual and collective life. In so doing, the analysis incorporates the level of 
human interaction (self-awareness, individual action and interpersonal 
communication) and the systemic and structural levels (hospitals, medical 
specialisation, organisational, structural and political elements of the health system). 
A theoretical framework with a dual interpretive and critical lens enabled an in-depth 
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analysis of the transition to palliative care in the acute care context of metastatic 
melanoma.  
 
3.2 SYMBOLIC INTERACTIONISM 
3.2.1 Introduction  
The origins of the interpretive field of symbolic interactionism can be traced back to 
a rejection of the domination of positivism in the study of social phenomenon and the 
significant intellectual foundations of pragmatism (Denzin, 1992; Meltzer, Petras, & 
Reynolds, 1977). In 1937, Herbert Blumer integrated the work of the early American 
pragmatist George Herbert Mead with that of other sociologists including John 
Dewey, Charles Cooley, William James, Charles Peirce and William Thomas and 
applied the term symbolic interactionism (Charon, 2010; Denzin, 2004). In addition 
to the challenge to positivism, this theoretical shift heralded a radical break from 
macro-structural sociological theories. As such it rejected the primacy given to grand 
theory and the scientific method in favour of positioning research in the real world of 
everyday life (Fontana, 2001).  
 
3.2.2 Foundations of symbolic interactionism  
A range of pragmatist ideas provided the foundation for Mead’s work and formed the 
basis of symbolic interactionism. A starting point for pragmatism is that a ‘true’ 
reality does not exist in the world. Nor is reality something that is waiting to be 
discovered, but rather is actively created as we act in and toward the world (Hewitt, 
2007). What Mead therefore drew from pragmatism was an interpretation of the 
nature of truth where reality does not impose itself on us, but what appears real 
depends on our interpretation as we actively reach out, understand and determine 
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what to do with that reality (Mead, 1934). Hence, pragmatism teaches us that 
individuals intervene in the understanding of what is real and that knowledge is 
acquired by the active interpretation of the meaning of objects (Benzies & Allen, 
2001).  
 
Importantly and from this position we also understand that individuals base their 
knowledge of the world on what has been useful to them in the situations they 
encounter (Charon, 2010). In this way knowledge is continually confronted with tests 
of its usefulness as it is learned, remembered and believed, based on its successful or 
otherwise application. If knowledge does not work then changes are made (Charon, 
2010). The result is that humans define objects according to their usefulness and this 
is the active and creative process that defines pragmatism. In turn and to understand 
humans, we need to understand their actions, the causes and consequences of those 
actions, the perception of our own actions and the perceptions of the actions of others 
(Charon, 2010). In this way humans are seen as thinkers rather than responders and 
the focus becomes human action rather than the person or society.  
 
Mead was further influenced by the evolutionary work of Charles Darwin and the 
notion that the universe is dynamic rather than static, reflected in species constantly 
undergoing change (Fine & Kleinman, 1986). Mead applied this premise to 
individuals and society presenting all as a process rather than something that is stable 
and fixed (Mead, 1934). Human behaviour then adapts to the environment with the 
individual and environment mutually influencing one another (Reynolds, 2003). The 
individual is dynamic and changing, never becoming anything, but always in a state 
of becoming (Charon, 2010). Likewise, society is constantly developing with 
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individuals interacting and being active participants in their own evolution (Mead, 
1934).  
 
As a social behaviourist, Mead also argued that we must consider the mind, symbols 
and self to fully appreciate humans as unique, thinking, creative, active and dynamic 
beings (Mead, 1934). Here the mind is conceived as the result of an exchange of 
social acts with language being a symbolic act in which people engage (Benzies & 
Allen, 2001; Gusfield, 2003). Self is the process of interaction between the “I” and 
the “me” with the “I” being the initial impulsive tendency in humans and the ‘’me’’ 
signifying the expectations of others (Benzies & Allen, 2001). 
 
3.2.3  Conceptualising symbolic interactionism 
Symbolic interactionism is primarily concerned with meanings and patterned 
regularities of human social life. As is the case across the spectrum of interpretive 
and critical theorising, the starting assumption of this perspective is that human 
conduct is socially structured and cannot be explained as individual actions but rather 
as social processes in which those actions are created (Blumer, 1969b). When human 
beings associate with one another they are involved in interpretive action as 
explained in the following: 
Ordinarily, human beings respond to one another, as in carrying on 
a conversation, by interpreting one another’s actions or remarks and 
then reacting on the basis of interpretation. Responses, 
consequently, are not made directly to the stimulation, but follow, 
rather, upon the interpretation; further, they are likely to be different 
in nature from the stimulating acts, being essentially adjustment to 
these acts. (Blumer, 1969a, p. 71) 
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Blumer famously proposed three premises of the approach. The first is that, “humans 
act towards things on the basis of the meanings that the things have for them’’ 
(Blumer, 1969b, p. 2). The assumption here is that humans do not respond directly to 
situations and events but as thinking beings and assign meaning rather than passively 
react. In other words, action does not involve stimulus followed by response but 
rather, stimulus followed by interpretation and then response. In so doing, humans 
act on the basis of the meaning of the situation rather than in direct response to the 
situation or event.  
 
In keeping with the above interactionist premise, it can be argued that a diagnosis of 
melanoma and subsequent transition to palliative care, in and of itself, has no 
intrinsic meaning. Rather, the individual assigns meaning to the diagnosis that 
determines how they are able to see and how they are prepared to act towards that 
diagnosis. In order to understand how the concept of palliative care is constructed 
and negotiated within a metastatic melanoma environment, it is necessary to 
understand the meanings people attach to a diagnosis of metastatic melanoma and the 
meanings ascribed to the concept of palliative care. This may mean exploring what it 
means to be referred to palliative care and how this recreates one’s future.  
 
The second premise contends, “the meaning of such things is derived from, or arises 
out of, the social interaction that one has with his [sic] fellows” (Blumer, 1969b, 
p. 2). This premise follows the first in that lives, situations and societies are 
constantly evolving, adjusting and emerging. Humans are constantly going about 
their business and creating their society through interactions. Meanings for the 
individual are learned in the process of social interaction. In other words, meanings 
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appear and are created out of the ways in which other individuals act to define things 
(Blumer, 1969b).  
 
As an extension of the above, meanings are therefore social products that are 
collectively negotiated over time. In other words, they are never fixed but rather are 
emergent and constantly open to reappraisal and adjustment (Meltzer et al., 1977). A 
diagnosis of metastatic melanoma brings with it much uncertainty and is an 
experience that occurs in a rapidly changing environment due to the aggressive 
nature of the disease. Melanoma patients wanting to make sense of their abruptly 
changing worlds will communicate their thoughts, hopes and fears with those around 
them. Interactions with family, friends, health professionals and the health system are 
thus key meaning-making activities as people struggle to create meaning in 
circumstances that are constantly shifting. 
 
Third is the premise that “these meanings are handled in, and modified through, an 
interpretive process used by the person in dealing with things he [sic] encounters” 
(Blumer, 1969b, p. 2). There is a continual change and redefinition as people are 
active in shaping their own future through the process of interpreting meaning. 
Human behaviour is shaped in part by history and social structures and while these 
factors may influence or limit decisions made by individuals, ultimately, individuals 
have the capacity to act independently and make free choices.  
 
Individuals diagnosed with metastatic melanoma may have a previous history of and 
experience with the health system. A history of contact with this complex social 
structure may inform an understanding that, perhaps, since melanoma is a disease, 
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the healthcare system will facilitate a process of instituting treatment that will 
control, if not, cure the disease. This history informs aspects of the comprehension of 
the melanoma diagnosis but does not fundamentally determine the individual action 
in response to a diagnosis. Rather, an individual with a diagnosis of melanoma 
engages in dialogue with self and others regarding that diagnosis. A process of 
interpretation from that dialogue creates new meanings that may result in changed 
actions in response. Furthermore, a diagnosis such as melanoma is not a static event 
but evolves over time and manifests as ongoing appraisal and adjustment. 
 
The result of the above is that truth is understood as always indefinite as meanings 
change depending on the context of an individual. The dynamic nature of human 
behaviour thus creates the need to understand, not only an individual’s point of view, 
but also the process by which the point of view develops (Burbank & Martins, 2009). 
This means that individuals are constantly defining and interpreting each other’s 
actions with the process of interpretation redirecting and transforming behaviour. To 
understand individual interpretation, the nature of both individual and collective 
social interaction must be examined (Crotty, 1998). 
 
In clarifying Mead’s original work, Blumer (1969b) developed an interpretive frame 
to explain the construction of meaning, within the rich variety of social experience as 
it is lived. Blumer maintained that theories should be produced and grounded in 
evidence whether available as case studies, autobiographies, letters, diaries, 
interviews, participant observations or focus groups (Blumer, 1969b). The argument 
was for an analysis witnessed firsthand and the relevance of theory is determined by 
a continual return to the empirical world (Blumer, 1969b). Hence, gaining an in 
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depth knowledge through an insider view is crucial in understanding the empirical 
world (Charmaz, 2008a). 
 
3.2.4 Rationale for use of symbolic interactionism  
The assumptions articulated above present as a research tool whereby insights into 
how humans as actors construct health and illness through meanings and actions can 
be explored. The research tool enables a broader analysis of the sociology of health, 
illness and medicine than the otherwise narrow area that primarily serves the 
research needs of medical care (Charmaz & Oelsen, 2003). In other words, symbolic 
interactionism contributes to the sociology of health, illness and medicine rather than 
sociology in medicine (Straus, 1957). Further, the study of experience shifts the 
focus from institutionalised medicine and thus supports the gathering of data about 
the social world. In so doing, it provides the researcher with a framework through 
which to explore and understand the construction and negotiation of palliative care in 
a metastatic melanoma environment. 
 
The broad questions posed in this research such as “what is going on here”, “what is 
contributing” and “what does it mean for these people” required a theoretical 
perspective and research method that was concerned with the construction of 
meaning through human action and interaction. Studying meanings in their 
interactional context allows new understandings to be generated while 
institutionalised definitions and discourses are questioned (Charmaz & Olesen, 
2003). As such, taken-for-granted understandings held by health professionals and 
laypersons from the discourse of palliative care were explored and challenged.  
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Further, by challenging universally held views, symbolic interactionism provides a 
basis to critique institutional structures thereby broadening the understanding of 
medicine as a social institution. The institution of medicine has effectively 
marginalised actions, ideas, and organisations that promoted, or claimed to promote, 
alternative care or alternative ways of organising conventional treatment, at least 
until they attracted the attention of others within more dominant institutions 
(Charmaz & Olesen, 2003). Symbolic interactionism provides a framework within 
which to explore alternative forms of institutions that may bring benefit to all those 
within them including patients, families and health professionals. This contrasts with 
an institutionally directed analysis where attention is focused on the medical view of 
an illness care system and alternative interpretations may be overlooked (Charmaz & 
Olesen, 2003). 
 
Early institutional analyses of medical care were dominated by Parsons’ (1951) 
functionalist concept of the ‘sick role’ that was founded on the assumption of an 
active physician and a compliant patient. More recently, however, symbolic 
interactionist studies have demonstrated that roles are far more dynamic, people have 
health biographies and they modify doctor’s orders in terms of the realities in their 
everyday lives (Olesen, Schatzman, Droes, Hatton, & Chico, 1990). Indeed, patients 
are not passive but rather reflect upon their situations and act towards illnesses 
through the prism of experiences and interactions.  
 
In extending the above to the research situation, the patient ascribes a meaning to a 
diagnosis of metastatic melanoma and the subsequent transition to palliative care that 
will determine how they perceive the transition and how they act towards that 
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transition. The meaning the patient attributes to the diagnosis and transition develops 
through social interactions with others over time (Blumer, 1969b) and thus meanings 
come through language and communication that are collectively negotiated. These 
meanings are handled and modified through an interpretive process where the patient 
engages with others in dialogue then interprets information to create new meanings 
and new behaviours in response to the transition. 
 
Consistent with this perspective, the starting point of this study is the views and 
actions of individuals with metastatic melanoma and family caregivers, thereby 
giving priority to lay understandings rather than the framework of institutionalised 
medicine and an assumed entry into Parson’s (1951) ‘sick role’. It is recognised that 
a significant amount of interpretive and interactional activity for the individual with 
metastatic melanoma occurs outside the institutional domain of medicine (Alonzo, 
1993). Thus research requires a framework that is concerned with studying 
subjective meanings and interpretation of meanings, which become the individual’s 
reality (Flick, 2006). These meanings result from interaction and are shaped by self-
reflection, which in turn are interwoven with social interaction and consequently 
influence that social interaction (Denzin, 1992).  
 
This indicates an ongoing process where human action is based on the subjective 
meanings individuals give to their actions and environments. Yet, individuals do not 
create meaning in a vacuum but attempt to make sense of their world through 
interaction and communication with others. It is thus contended that human 
interaction is not based solely on the way the external world really is, but more so on 
how humans interpret their worlds. From this perspective, the nature of the empirical 
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social world is discovered through direct examination rather than by working a 
simulation of the world (Blumer, 1969b).  
 
The focus of the medical world is largely on the physical aspects of the transition to 
palliative care. Nonetheless, the transition is meaningful in a complex way as the 
physical aspects translate into psychological, emotional, spiritual and social 
implications that force patients to regard life as being different from that which 
existed before (Sontag, 1978). In an effort to make sense of and to understand the 
experience, the meanings in relation to this transition will be negotiated over time, as 
the patient is compelled to redefine meanings they have previously assumed as fact 
in the routine of living (Fife, 1994).  
 
As pointed out in the introduction, the research framework articulated here employs 
the dual lens of symbolic interactionism and the critical theory of Habermas. In 
particular, the relation between Habermas’s theoretical points on rationality and 
social action in modern society, strategic and communicative action, and lifeworld 
colonisation provide additional insights into the research context. This is so because 
these theoretical tenets allow for consideration of interpretive and systemic 
knowledge and action. The following section explores background to the works of 
Habermas and engages with concepts from these works as applied in the research 
context. 
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3.3 CRITICAL THEORY OF HABERMAS 
3.3.1 Background 
The work of Jürgen Habermas has its roots in the tradition of critical theory that 
developed in Frankfurt during the 1920s and 1930s. Like Blumer, Habermas was 
influenced by an interest in the American pragmatism, in its many forms, of William 
James, John Dewey, George Herbert Mead and Charles Peirce. This tradition, and 
the somewhat related hermeneutic work of Hans-Georg Gadamer, shared the 
assumption that philosophy must find its home in and preserve its link with everyday 
life in order to make a difference to the lives of real people in the actual world 
(Finlayson, 2005). 
 
Unlike postmodernist thinkers who abandoned modernity as obsolete, Habermas 
(1984, 1987) argued the problems and limitations of modernity and deemed it to hold 
both potential and promise (Hyde & Roche-Reid, 2004). The focus of Habermas was 
on human reason or a concern with the presentation of valid arguments through 
verbal communication and included value-rational action and ethical and moral 
values, rather than an orientation to success (Habermas, 1984, 1987). A related 
preoccupation was with the distortion of the public sphere under conditions of 
advanced capitalism. Habermas critiqued the way that political decisions were 
redefined as technical prescriptions, the dominance of technique over established 
practice and the colonisation of the lifeworld by the powers of the state and forces of 
capitalism (Habermas, 1984, 1987; G. Williams & Popay, 2001). More specifically, 
the concern was that a culture increasingly oriented to success and outcomes would 
be detrimental to equality oriented interactive discourses (Habermas, 1984, 1987).  
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3.3.2 Forms of knowledge  
The premises of Habermas’s work outlined above gave way to a critique of 
positivism and particularly the ideological uses of science and technology 
(Habermas, 1971a). This means a reconstruction of the principal philosophical 
tradition of modernity in which the positivist model of science with a dominant set of 
assumptions about the nature of knowledge appears as a major paradigm (Habermas, 
1971b). As for Habermas, positivist science is perceived as simply one form of 
knowledge, while recognition of a variety of knowledge forms is essential in the 
establishment of an adequate theory of knowledge (Habermas, 1971b). In other 
words, knowledge is recognised as a social and historical process with humans as 
active participants. This reflects the appropriation by Habermas of the pragmatist 
view of knowledge as embedded in experience and action with cognitive links 
between action and the knowledge it produces.  
 
Habermas framed three forms of knowledge that give insight into the development of 
a broader understanding of human life (Habermas, 1971b). Analytical empirical 
knowledge is found in the natural sciences where information is organised into 
explanations and predictions. This is viewed as technical knowledge and is a 
universal and necessary feature of human existence (Habermas, 1971b). Historical 
hermeneutic knowledge is found in the cultural sciences and comprises 
interpretations and meanings that are organised into shared understandings with the 
capacity to increase mutual understanding in the management of life (Habermas, 
1971b). Finally, emancipatory knowledge informs actions that are oriented to a 
process in which people seek to acquire higher levels of self-understanding and self-
determination. Importantly, the different knowledge interests are complementary 
rather than competitive. Furthermore, this understanding of knowledge, where 
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reflexive awareness of the social conditions under which thoughts and actions are 
produced, leads to recognition that human life is not understood simply in terms of 
technical control and practical understanding (Scott, 2012). Rather, it is a process in 
which people seek to attain higher levels of self-understanding and self-
determination with knowledge embedded in experience and action (Scott, 2012). 
 
3.3.3 Purposive and communicative action 
Habermas subsequently developed a coherent and consistent account of social 
systems and social actions based on the concept of communicative rationality 
(Habermas, 1984, 1987). A central argument was that strategic rationality and human 
action directed to the efficient achievement of ends had displaced communicative 
rationality and action (Habermas, 1984, 1987). Habermas referred to rationality and 
action as communicative where:  
The actions of the agents involved are coordinated not through 
egocentric calculations of success but through acts of reaching 
understanding. In communicative action participants are not 
primarily oriented to their own individual successes; they pursue 
their individual goals under the condition that they can harmonize 
their plans of action on the basis of common situation definitions. In 
this respect the negotiation of definitions of the situation is an 
essential element of the interpretive accomplishments required for 
communicative action. (Habermas, 1987, p. 285–6)  
 
Nonetheless, social structure is inseparable from social action and structure has the 
capacity to constrain action (Habermas, 1984). From this perspective, the actions of 
those within the healthcare system are constructed by the organisation and 
constraints of the system. Indeed, the construction of palliative care within a system 
may be structured by a strategic or instrumental mode of reasoning that underpins 
health care. Habermas describes a strategic form of social interaction as oriented to 
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success and to the efficient achievement of ends. The mode of rationality that 
supports strategic action is considered instrumental and directs the choice of means 
to a given end that is usually material. As Habermas argues, the modernisation of 
society with ongoing growth and increasing complexity has necessitated goal 
directed action and instrumental rationality (Habermas, 1984, 1987). 
 
As an extension of the above and while recognising the need for purposive-rational 
action, Habermas was concerned with the rise of the ‘technocratic consciousness’ 
which includes the manner in which a range of problems in the world are being 
viewed in technical rather than ethical terms (Porter, 1997). For an action to be 
purposive-rational it needs to be the most efficient way of accomplishing a certain 
end, with the moral status being of little concern (Habermas, 1984). In this way 
purposive rationality is driven by technical rather than ethical concerns where the 
focus is the most technically efficient process. Indeed for Habermas, a key conflict in 
modernity was the tension between instrumental rationality and communicative 
rationality, “a conflict which is worked out in the encounter between life-world and 
system” (Delanty, 1999, p. 5). Habermas referred to the colonisation of the lifeworld, 
a situation where the system with its dysfunctional tendencies is compelled 
continually to extend its purposive rationality to the detriment of the communicative 
rationality of the lifeworld. 
 
Hence, success oriented actions such as purposive-rational action and strategic 
actions are concerned with efficiency and outcome and are linked to the system. 
Communicative action, by contrast, is linked to the lifeworld and represents a form 
of action grounded in the ethics of behaviour where the goals of the actions are 
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transparent and consciously determined (Weber, 1968). Habermas conceptualised 
society as a lifeworld perspective and a system perspective where communicative 
and instrumental processes are part of the formation of all social action. These 
concepts are addressed in the following sections. 
 
3.3.4 The lifeworld and the system  
Habermas positions the concept of lifeworld as complementary to communicative 
action. The lifeworld is the everyday world that humans share with others. It consists 
of three key elements that Habermas (1987) refers to as culture (shared knowledge, 
meanings and assumptions), society (social relationships) and personality (personal 
identities). It is shaped through language and acts of communication and appears as 
“a reservoir of taken-for-granteds, of unshaken convictions that participants in 
communication draw upon in cooperative processes of interpretation” (Habermas, 
1992, p. 124).  
 
In the medical literature, Habermas’s concept of lifeworld has been applied to the 
patient’s perspective on illness taken from the patient’s cultural context and way of 
life, their social relationships within families and communities and from an 
individual viewpoint where the effect of illness impacts upon sense of self (Edwards, 
2012). It also refers to the traditions, natural languages and assumptions that govern 
everyday life. Since communicative action is dependent on situational contexts it is 
connected to the lifeworld of those engaged in interaction. Furthermore, the lifeworld 
affords a point of reference with parameters and resources for individuals to make 
sense of the world around them. This provides the theoretical and practical 
competencies to deal with the everyday and to establish communicative relations that 
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enable the development and reproduction of personality, society and culture 
(Habermas, 1984). The contents of the lifeworld are open to change but it is change 
that is necessarily disjointed and gradual.  
 
For Habermas, the lifeworld is naturally achieved through consensus. This idea 
aligns with symbolic interactionism where interactions develop and are achieved by 
an individual consciously and unconsciously negotiating meaning and action in face-
to-face encounters. The lifeworld is constructed and reproduced through verbal 
language, and comprises culture, the social world and personality (Habermas, 1987). 
It represents an implicit, pre-reflexive knowledge form of everyday assumptions and 
comprises a milieu of understandings and assumptions shared within a culture that 
permeates everyday interactions (Habermas, 1987). It is built upon culture and social 
relations and is therefore filled by historical and socially specific meanings. The 
lifeworld thus facilitates communication with the provision of a common set of 
goals, practices and values that allow people to interact and thereby weave their 
meanings, practices and goals in a shared fabric of life (Habermas, 1987). 
 
Communicative action is therefore characteristic of the lifeworld and is a symbolic 
space where shared, implicit and inescapable assumptions draw upon such action in 
order to reach a mutual understanding (Habermas, 1987). As such, interaction is 
mediated through talk and oriented to mutual agreement that provides a basis for a 
consensual coordination of activities (Greenhalgh, Robb & Scambler, 2006). Hence, 
in practical social situations where interpretive processes seek to negotiate agreed 
definitions through the establishment of shared norms, communicative action takes 
the form of symbolic interaction with a cognitive element of communication and a 
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normative element of agreement (Scott, 2012). It is by this mutual process that the 
coordination of actions is habitualised and becomes the basis of shared 
representations and meanings that shape the lifeworld (Berger & Luckmann, 1967). 
 
The theoretical dualism that separates subjective from objective concerns is used by 
Habermas to distinguish between lifeworld and system. The lifeworld is linked to a 
subjective point of view where orientations of action are emphasised. On the other 
hand, an objective stance positions societies as systems produced through rational 
purposive action with the consequences of action being the focus (Scott, 2012). The 
system represents that part of society concerned with technical and scientific 
rationality, and is mediated by power and economic matters. Indeed, the system 
requires efficiency and strategic rationality in its operations (Habermas, 1984). 
Within the system the motives of the social actors are egocentric insofar as the 
objective is to maximise the individual pursuit of utility or economic profit while 
there is no desire for dialogue, communicative reflection, mutual understanding and 
evaluation of relationships (Habermas, 1984).  
 
In Habermas’s view, the integration of society is based on a balance between the 
system and lifeworld rationalisation processes. However, Habermas (1987) argued 
that a colonisation of the lifeworld was taking place as a consequence of capitalist 
growth and as such political and economic systems were becoming increasingly 
complex. Society progresses by becoming more complex as structures and systems 
differentiate and become specialised as they adapt and survive in a changing 
environment (Allan, 2013).  
 
!Chapter 3: Theoretical Framework 61 
3.3.5 Rationale for use of Habermas’s theoretical approach  
Mills (1959) insisted that ‘personal troubles’ arose in the context of, and must be 
understood in terms of, social structures. Within this framework the doctor–patient 
encounter is a ‘micro-level’ process that involves the interaction of individuals in a 
context that is shaped by ‘macro-level’ social structures (Scambler & Britten, 2001; 
Waitzkin, 1989). The concepts drawn from Habermas’s works allow social processes 
to be understood in terms of complex systems and through the recognition of the role 
of individuals who have the capacity to construct, negotiate and reconstruct the 
meaning of their world. Habermas synthesised these two orientations to sociological 
analysis and in so doing provided an approach to study the interrelationship between 
the micro level of individuals within the healthcare system and the broader  
 
Specifically Habermas’s theoretical approach is thus helpful in posing broad and 
comprehensive questions about the transition to palliative care in the acute care 
context of metastatic melanoma. By analysing the transition to palliative care process 
it was possible to develop an understanding of the multiple influences related to the 
social context, the organisation and the fundamental conditions of the process. The 
imperatives of the healthcare system and of the lifeworld could be explored in terms 
of communicative action to gain an insight into how they are interwoven and/or 
conflicted in the process of transition to palliative care. 
 
Critical theory and more specifically communicative and rational action challenge 
the traditional views and conceptualisations of knowledge and encourage the re-
examination of how certain knowledge is acquired. As such, Habermas’s theoretical 
approach “offers a research perspective that may help to uncover the nature of 
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enabling and /or restrictive practices, and thereby create a space for potential change 
and, ultimately, a better quality of care for patients” (Wells, 1995, p. 52). 
 
3.4 CONCLUSION 
The theoretical framework argued above and applied in this research has been argued 
in this chapter. Basic tenets of symbolic interactionism provide a way of looking at 
the social world and how it is constructed. The research obviously and deliberately 
shifted from the scientific method that incorporates hypothesis testing, 
experimentation or certainty of answers to unambiguous questions, to an approach 
that generates an understanding of how individuals recognise and construct their 
lives as meaningful processes, how they interact with others and how they interpret 
those interactions in the context of the social world.  
 
Theoretical concepts drawn from the works of Habermas also allowed social 
processes to be understood in terms of complex systems. The synthesis of the micro 
level of individuals within the healthcare system and the broader macro social and 
political processes of the organisation of health care provides an approach to develop 
a meaningful theory that can help to explain the transition to palliative care. The 
methods to achieve this outcome are detailed in the following chapter.  
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Chapter 4: Research Methods 
Not everything that counts can be counted and not everything that 
can be counted counts. (Albert Einstein [attrib.] 1879–1955) 
 
4.1 INTRODUCTION 
The research methods, as the procedures and techniques for gathering and analysis of 
the research data, are described and justified in this chapter. The methods were 
broadly drawn from the interpretive works of Glaser and Strauss (1967) and 
Charmaz (2006, 2009, 2011). Although traditionally associated with symbolic 
interactionism these methods align with the approach adopted in this research where 
the theoretical frame recognises the researcher’s active role in shaping data and 
analysis and the constraints that historical, social and situational conditions impose 
upon actions (Charmaz, 2011a).  
 
In broad terms, grounded theory constitutes a set of defined methods that have 
significantly informed qualitative inquiry. Yet, as a result of an evolutionary process 
the methods have become generalised, reconstructed and contested (Charmaz, 
2011a). Charmaz (2011b) has acknowledged that grounded theory methods can be 
used in flexible ways and within different theoretical frames. Corbin (2009) supports 
this view and argues that:  
It would be better to think of grounded theory as a compendium of 
different methods that have as their purpose the construction of 
theory from data, with each version of grounded theory method 
having its own philosophical foundation…while sharing some 
common procedures. (p. 41)  
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The following provides some background to grounded theory, a rationale for the use 
of this approach to methods, and addresses, in turn, the research process, data 
analysis and ethical considerations.  
 
4.2 THE INTERPRETIVE METHOD 
4.2.1 Background 
Because of the inductive claims of grounded theory, it has been argued that the 
methods work well where the phenomenon under study is “unchartered, contingent, 
or dynamic” (Charmaz, 2008, p. 155). As such the methods are perceived as 
particularly appropriate for this research where there has been little qualitative focus 
on the study of patients and families around the transition to palliative care.  
 
From the above perspective there is a shared understanding that the generation of 
theory is part of and does not precede the research process. Existing theories are not 
tested; rather, theory is worked out in relation to data during the course of the 
research (Glaser & Strauss, 1967). Strictly, the methods can be used to answer, “what 
is going on here and how”, with these questions answered through explanations or 
theory regarding a social phenomenon (Becker, 1993).  
 
Yet the emphasis on grounded theory as a uniquely inductive method has been the 
impetus for challenge and change. First, Glaser and Strauss each took grounded 
theory in somewhat different directions. In reflecting Glaser’s positivist background, 
the Glaserian version has its ontological roots in a critical realism that assumes the 
existence of an objective world that sits apart from our knowledge and beliefs. In 
other words, the implication is that the method is detached from the researcher and 
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thus has a separate existence (Annells, 1996). Glaser’s stance, in fact, differs little 
from a deductive position where theory emerges through a process of hypothesising. 
Theory either fits data or emerges from data. In both cases, theory and data are 
regarded as separate entities that may come to be related but are essentially apart. 
 
By contrast, Strauss and Corbin conceived of a view of grounded theory that 
ontologically accords with a relativism where reality cannot actually be known but is 
always interpreted (Strauss & Corbin, 1990). For the first time in grounded theory 
works it was acknowledged that pre-understandings are central to the construction of 
theory. This represented a significant shift from ‘discovery’ to generation of theory. 
Yet this point was largely lost in the preoccupation of Strauss and Corbin with the 
“systematic techniques and procedures of analysis that enable the researcher to 
develop a substantive theory that meets the criteria for doing ‘good’ science” 
(Strauss & Corbin, 1990, p. 31). This was somewhat paradoxical given the emphasis 
in much of Strauss’s work on the importance of agency in and the uncertainty of 
social life (Strauss, 1993; 1997). More recently, Corbin & Strauss (2008, p. 12) 
conceded that the analytic process was similar to any thinking process in that it 
“should be relaxed, flexible, and driven by insight gained through interaction with 
data rather than being overly structured and based only on procedures”. Indeed, the 
emphasis on technical procedures has been criticised and not least by Glaser (1992) 
on the basis that it structures data and analysis into predefined categories and 
therefore deviates from the fundamental bases of grounded theory.  
 
As part of the evolutionary trajectory, Charmaz (2003) posed a constructivist 
approach to grounded theory that adopted elements of both works without 
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subscribing to Glaserian positivist assumptions. Charmaz’s version is based on an 
ontological assumption that what exists depends on what the individual perceives to 
exist. This view allows the researcher to construct and reconstruct data created with 
participants rather than seek to uncover an emergent truth. This perspective therefore 
denies the existence of an objective reality and views realities as arising from the 
interactive process and its temporal, cultural and social contexts (Charmaz, 2003). 
Furthermore, the methods appear as less prescriptive and procedural than earlier 
approaches to grounded theory proposed. 
 
Thus the epistemology underpinning the Charmaz view is the assumption that 
knowledge is socially produced and created through the interaction of the researcher 
and the researched where the researcher is inseparable from whatever can be known 
in the overall construction of a particular reality. In other words, interaction between 
researcher and participants produces data and therefore the meanings the researcher 
observes and defines (Charmaz, 1995). Yet and importantly, this meant an 
acknowledgement of grounded theory methods as far more than inductive. In the 
words of Charmaz (2008b, p. 156): 
Grounded theory strategies prompt the researcher to move beyond 
pure induction. The method builds a series of checks and 
refinements into qualitative inquiry through an interactive process 
of successive analytic and data collection phases of research, each 
informed by the other and rendered more theoretical. (p. 156) 
 
The above allowed for the recognition of the constraints of historical, social and 
situational conditions, the implication of which was that a process of research would 
be positioned relative to the social circumstances impinging upon that process 
(Charmaz, 2011b).  
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From the above we understand that individuals exist in a world that is acted upon and 
interpreted by the research participants and the researcher and at the same time 
relationships are impacted by an external world (Charmaz. 2009). Just as a researcher 
has a socially constructed reality that shapes the research process, so do participants 
have socially constructed realities that function as data (Charmaz, 2009). The task of 
a researcher, therefore, is to uncover the methods by which participants construct 
their realities and to make further interpretations about this reality. The combination 
of the standpoints of the participants, their historical locations and their social 
circumstances are all therefore equally important. The researcher also endeavours to 
understand the assumptions by which participants construct their meanings and 
actions, as these assumptions are located in larger social structures and discourses of 
which participants may be unaware. This enables the researcher to recognise 
connections between the micro and macro levels of analysis and thus to explore 
social causes and solutions.  
 
Where research processes and products are constructed under pre-existing structural 
conditions data in turn are constructed rather than discovered. This also means that 
since analyses are interpretive they may not be the only viewpoint on a topic: 
analysis is contingent, conditional and partial. Furthermore, the constructivist 
approach takes what is ‘real’ as being problematic and in so doing looks at the 
multiple definitions of a given reality and how people enact that reality in both overt 
and implied ways. Researchers consider their own ideas of the participants’ views 
and actions as a construction and in doing so consider how this might shape the 
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realities that they ultimately see and define. Thus the inquiry is moved beyond what 
is overt and obvious (Charmaz, 2011b). 
 
As noted, the grounded theory method consists of flexible analytical guidelines that 
emphasise simultaneous data collection and analysis, ongoing comparative methods 
and the elaboration of tentative categories (Charmaz, 2011b). The method thus 
encourages the researcher to go back and forth between analysis and data collection 
as each informs and advances the other (Charmaz, 2011b). The researcher then raises 
the abstract level of analysis and intensifies its power by analytically questioning the 
data. The use of a comparative technique that includes the existing literature and the 
writing process is interactive and encourages the researcher to be engaged and 
involved (Charmaz, 2006; 2009).  
 
In conceiving of grounded theory in the broad terms expounded above, strategies 
were applied in this research as flexible tools designed to increase critical sensitivity. 
The researcher explored in-depth the phenomenon and consistent with pragmatism, 
the multiple perspectives and the multiple forms of knowledge enabled the researcher 
to be attuned to nuances in the research environment (Charmaz, 2011b). The 
application of these methods enabled a move beyond superficial data collection and 
analysis to generate in-depth knowledge. Through inductive and deductive analyses 
the researcher challenged given assumptions and ultimately developed new 
understanding.  
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4.2.2 Justification of methods 
Individuals with an illness diagnosis experience their constructions as real. These 
constructions are not convenient inventions but rather individual understandings of 
an experience and the diverse situations in which they occur (Berger & Luckmann, 
1967). Consistent with this premise, patients with experience of cancer and their 
carers have at times expressed a preference for qualitative rather than quantitative 
methods where research is conducted sensitively and people are able to raise and 
contextualise issues important to them (Kendall et al., 2007).  
 
The research methods also allowed the researcher to consider how structure and 
historical processes affected both data and analysis. In so doing, the methods existed 
as tools for analysing where relevant processes were situated and defined, and the 
constituent conditions and their consequences were considered. This ensured the 
development of an innovative analysis and also encouraged established concepts to 
be examined afresh (Charmaz, 2011b). Hence, the contradictions between rhetoric 
and realities were explored through a critical lens that ultimately created new 
connections in the analysis (Charmaz, 2011b).  
 
It is important that constructions are understood even where they challenge or 
contradict those of the medical profession and the broader health system. The 
methods were worked in such a way whereby various perspectives entered the 
analysis and thus provided alternative understandings of the beliefs and actions of 
melanoma patients transitioning to palliative care. With this approach, the researcher 
identified patterns and irregularities in the meanings associated with specific events 
(eg, diagnosis of metastatic melanoma), uncovered agreements and conflicts over 
understandings of events (eg, no curative treatment options) and reflected on the 
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implications of such understandings (Broom, 2005a). In fact, rather than seeking 
stability within and among the data, the researcher was drawn to data that appeared 
to represent difference rather than sameness (Jackson & Mazzei, 2013).  
 
The methods as strategies also enabled the researcher to acknowledge multiple 
perspectives and forms of knowledge. Here the data were approached with analytical 
questions informed by key concepts that allowed different ways of thinking with data 
and theory (Jackson & Mazzei, 2013). In so doing, the researcher became attuned to 
distinctions in participants’ empirical worlds that might otherwise have been 
obscured if a unitary method and unitary knowledge was assumed (Charmaz, 2011b). 
Additionally, this approach contributed tools that allowed the researcher to explain 
implicit meanings and actions and to locate these within the context of larger 
structures to increase understanding of how these structures work (Charmaz, 2005). 
This approach had considerable potential for increasing critical sensitivity (Charmaz, 
2011b). 
 
The use of the strategies and tools outlined above was appropriate to this research not 
least because of the absence of research in this area. Furthermore, the methods 
ensured that social processes underlying empirical data could also be explored and 
analysed. The research aim was to generate a theoretical understanding of the 
transition to palliative care process through an exploration and analysis of what 
events meant and how those within the research context viewed them.  
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4.3 RECRUITMENT 
4.3.1 Sampling 
Purposive sampling was the initial recruitment method used in the research. This 
method enabled the recruitment of a diverse group of participants whom it was 
judged would contribute to a richness of data. Theoretical sampling was adopted 
after the initial data collection and analysis. Theoretical sampling is “the process of 
data collection for generating theory whereby the analyst jointly collects, codes and 
analyses his data and decides what data to collect next and where to find them” 
(Glaser & Strauss, 1967, p. 45). This method ensured the collection of pertinent data 
to fill out properties of conceptual categories as they developed (Charmaz, 2006; 
Glaser, 1978; Morse, 2007). In addition, theoretical sampling assisted in the 
detection of variations and differences between categories after tentative categories 
were developed.  
 
More broadly, theoretical sampling was an interactive process where the coding of 
data and memo writing guided the researcher back to the field with new insight, 
further leads and more questions. The researcher refined conceptual categories and 
gathered specific data to clarify properties of these categories (Thornberg & 
Charmaz, 2011). As such, theoretical sampling helped to elaborate on the meanings 
of categories, determine variation within them and define gaps among the categories 
(Charmaz, 2006). Thus, the method incorporated conceptual and theoretical 
development as opposed to the recruitment of a sample of people whose 
characteristics were representative of the population under study (Charmaz, 2006). 
The completion of data collection was determined as that point at which no new 
theoretical insights or new properties of the core theoretical categories were being 
generated (Charmaz, 2006).  
!72 Chapter 4: Research Methods 
4.3.2 Recruitment procedure 
In order to gain a broad understanding of the construction of the transition to 
palliative care in the context of metastatic melanoma in the acute care setting it was 
deemed that individual interviews be conducted with melanoma patients and family 
caregivers. Following the conduct of these interviews, initial analysis pointed to 
complex interactions within the healthcare system. To further understand the 
complexities interviews were then conducted with health professionals. These data 
provided valuable insight into how health professionals interacted with patients and 
family caregivers as they constructed meanings around the transition process. The 
study thus included two distinct groups of participants with patients and family 
caregivers constituting one group, and health professionals the other. 
 
Group 1 - Patient and family caregivers 
Within a palliative care environment the ethical arguments between the value of 
research and the needs of patients are complex and often debated (Duke & Bennett, 
2010). These issues were considered in the recruitment of patients and family 
caregivers in the context of the ethical considerations for the research study as 
outlined in Section 4.8 of this chapter.  
 
The researcher recruited patients and family caregivers from a major south-east 
Queensland public hospital (PHQ) and from a melanoma patient support group 
(MPG). Letters of support (see Appendix A & Appendix B) were received from 
these two sites, which were selected to ensure a broad spectrum of participants as 
there was potential that participants in a support group may have some differences in 
experience to those not in a support group. In total, sixteen patient and family 
member participants were recruited as outlined in the following table. 
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Table 4.1 
Patient and caregiver participant sites and numbers 
Site 
 
Patients Family caregivers Total 
PHQ a 4 4 8 
MPG b 4 4 8 
Total 8 8 16 
a"PHQ"Public"hospital"Queensland"
b"MPG"Melanoma"patient"group"
!
The Palliative Care Staff Specialist (Staff Specialist) at PHQ introduced participants 
to the researcher. The Staff Specialist was briefed on the study and was asked to 
identify potential participants. Inclusion criteria required that patients be diagnosed 
with stage three or stage four melanoma. The Staff Specialist was asked to consider 
for inclusion only those patients who were cognitively intact, were able to talk freely 
about their experience, were willing to participate in the study and were capable of 
providing consent. Based on this purposive sampling technique, four patients were 
selected. While it was not stipulated that patients have a family member willing to 
participate, in each case a family member agreed to participate in the study. 
Participant Information and Consent Forms (see Appendix C) were made available to 
the Staff Specialist who provided details of the study to potential participants. 
Identified participants were followed up by a telephone call from the researcher to 
address any questions and to ascertain a willingness to participate. Importantly, 
participants were advised through written and verbal communication that non-
participation or withdrawal from the study at any time would not impact any ongoing 
treatment or clinical relationships.  
 
The researcher was invited by the Chief Executive Officer of MPG to attend MPG 
meetings that were held on a monthly basis. At two of these meetings the researcher 
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explained the purpose of the study to MPG members. The researcher, in conjunction 
with the support group coordinator, invited members who met the inclusion criteria 
to contact the researcher if they were interested in participating in the study. 
Members who expressed interest were given an information sheet that outlined the 
purpose of the study, what participation would involve and the type of information to 
be collected. A similar process was followed for recruitment of family caregivers and 
again it was stipulated that patients did not need to have a family member willing to 
participate. The researcher followed up only those members who expressed interest 
in the study. 
 
Patients and caregivers were interviewed separately to ensure participants were not 
constrained by having someone other than the researcher present (Kendall et al., 
2009). All participants were comfortable with the arrangement and in fact the 
researcher considered more open and honest discussions of experiences and relevant 
issues were possible than would have been the case in the context of a joint 
interview. Interviews were conducted at locations that were convenient to the 
participants and offered privacy. Most participants chose to be interviewed in their 
homes (seven patients and four family caregivers); others were interviewed in a quiet 
room at the hospital (one patient and one family caregiver), a small number at their 
workplace (two family caregivers) and one in a coffee shop (one family caregiver). 
In order to maintain anonymity pseudonyms have been used where appropriate in 
this document. Demographic and interview details for patient and family caregiver 
participants are summarised in the following tables.  
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Table 4.2 
Patient demographics and interview details 
 
Participant 
code a b c Age Gender 
Interview 
time in 
minutes 
Palliative 
care 
referral 
Initial 
melanoma 
diagnosis to 
interview in 
months 
Metastatic 
melanoma 
diagnosis to 
interview in  
months  
Time to death 
post interview 
in months 
PPHQ01  31-40 M 73  Y 72 24 2  
PPHQ03 31-40 M 64  Y 132 5 2  
PPHQ05 21-30 M 60 Y 120 72 Not available 
PPHQ07 61-70 M 31 Y 48 2 1  
PMPG02 31-40 M 58 N 60 12 Not available 
PMPG05 51-60 F 55 N 9 9 3  
PMPG06 61-70 F 81 N 120 1 Not available 
PMPG07 51-60 M 88 N 96 2 23 
a PPHQ Patient public hospital Queensland 
b PMPG Patient melanoma patient group 
c Participants were numbered according to recruitment site rather than patient or caregiver category 
 
 
 
Table 4.3 
Caregiver demographics and interview details 
 
Participant  
code a b c Age 
Relationship  
to patient 
Interview time  
in minutes 
CPHQ02 31-40 Wife 37 
CPHQ04 31-40 Wife 85 
CPHQ06 21-30 Wife 71 
CPHQ08 61-70 Wife 38 
CMPG01 21-30 Daughter 70 
CMPG03 31-40 Wife 108 
CMPG04 51-60 Husband 53 
CMPG08 51-60 Wife 82 
a CPHQ Family caregiver public hospital Queensland 
b CMPG Family caregiver melanoma patient group 
c Participants were numbered according to recruitment site rather than patient or caregiver category 
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Upon giving informed consent (see Appendix D), participants were invited to share 
the stories of their experiences with a diagnosis of melanoma. Questions for patients 
and family caregivers began broadly with statements designed to encourage a 
conversation such as: Tell me about your experience with melanoma (see Appendix 
E). As the conversation progressed, questions became more focused on issues raised 
by participants. The aim of the interview was to explore the ‘insider perspective’ in 
order to capture, in the participants’ own words, their thoughts, perceptions, feelings 
and experiences. Thus the tone of the interview was informal and conversational. It 
was a two-way process where researcher and participant engaged in a dialogue to 
explore the topic at hand.  
 
Questions for both patient and family caregivers were phrased sensitively in keeping 
with techniques that were identified as appropriate for interviews with vulnerable 
people in a palliative care environment (Gysels, Shipman, & Higginson, 2008; 
Schulman-Green, McCorkle, & Bradley, 2009). These techniques included fostering 
a sense of trust, building rapport and time for reflection at the conclusion of the 
interview. Interviews with patients and family caregivers were conducted between 
December 2011 and September 2012. The interviews ranged in length from 31 
minutes to 108 minutes with an average length of 64 minutes for patient interviews 
and 68 minutes for family caregiver interviews. All interviews were digitally 
recorded and transcribed verbatim. Interviews were transcribed by a professional 
transcription service. The researcher checked transcriptions against the recorded 
version of the interview for verification of quality. A small number of errors were 
found. These related to technical terms and acronyms and were corrected by the 
researcher and therefore did not impact the context and meaning of the interviews. 
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Of the patient participants, seven resided within 40 kilometres of a major hospital in 
south-east Queensland and one resided within 100 kilometres of the same hospital. 
The age distribution was 21–30 years (one participant), 31–40 years (three 
participants), 51–60 (two participants) and 61–70 years (two participants). There 
were two female and six male patient participants and all were married. All family 
caregiver participants were spouses except for one caregiver who was a daughter of a 
patient. At the time of the interviews five of the patients were unwell and although 
the researcher did not continue contact with the participants, the researcher noted the 
subsequent death of five of the patient participants. Of these five, three died within 
two months of interview, one died within six months and one within two years. Of 
the remaining three, only one is known by the researcher to have not died. 
Significantly, at the time of the interview, despite all eight patients having a 
diagnosis of metastatic melanoma, only four patients had been referred to palliative 
care. Of these four, one was an inpatient, one was receiving home visits from a 
community palliative care service, one was in regular contact with a palliative care 
service and one had met with a service on an irregular basis.  
 
Although a number of the patients were unwell at the time of the interview all were 
appreciative of the opportunity to tell their story. They expressed a desire to make a 
contribution to research that would help in understanding the melanoma journey. The 
attitudes of participants were inspirational, as some had overcome extreme 
frustration and anger regarding the way in which the initial diagnosis of melanoma 
had been overlooked. These participants had worked through these emotions and had 
come to terms with their current situation and the knowledge that in some cases their 
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lives may be cut short by a misdiagnosis. These same participants recognised that a 
lack of awareness of the dangers of sun exposure in their youth had possibly been a 
contributing factor in their melanoma diagnosis.  
  
Group 2 – Health professionals 
Health professionals were interviewed to gain an understanding of their interactions 
with melanoma patients and family caregivers and to gain a deeper understanding of 
the transition process. Health professionals from multidisciplinary teams (MDT) at 
the PHQ and other areas within the PHQ district who provided health services to 
melanoma patients were approached for interview. The researcher had the support of 
the Medical Director of Cancer Services at the PHQ. An invitation to participate in 
the research was sent from the Medical Director inviting team members to contact 
the researcher if they were willing to participate in an interview. In addition, a 
Melanoma Consultant at PHQ and the Palliative Care Staff Specialist at PHQ 
provided potential participants with the Recruitment flyer. Participant Information 
and Consent Forms (see Appendix F) were made available to the Melanoma 
Consultant and the Palliative Care Staff Specialist to provide details of the study to 
identify participants. Thirteen participants comprising consultants, registrars, nurses 
and allied health professionals working with metastatic melanoma patients contacted 
the researcher and were subsequently interviewed. Of these participants, eight were 
from cancer services (hereafter referred to as non-palliative care health professionals) 
and five were from palliative care services (hereafter referred to as palliative care 
health professionals).  
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Upon giving informed consent (see Appendix G) all health professionals were 
interviewed at their workplace at times convenient to them. The researcher was 
conscious of the fact that all participants had heavy workloads and time 
commitments were carefully regulated. Despite this, all participants were generous 
with their time and indicated to the researcher that they valued the opportunity to 
contribute to the research. Interviews with health professionals were conducted 
between November 2012 and February 2013. The length of interviews ranged from 
35 minutes to 70 minutes with an average length of 50 minutes. Several participants 
pointed to the value of the research because the issues under discussion were not 
only a cause of frustration in the workplace but there were perceptions that patients 
may not be receiving the best possible care. The researcher was impressed with the 
honesty and openness of all participants and the implicit trust in the researcher’s 
professionalism. 
 
Interviews with health professionals began broadly with statements such as: Tell me 
about your experience working with metastatic melanoma patients (see Appendix H). 
As the interview progressed, questions focused more on issues raised by participants. 
The tone of the interview was informal and conversational and the aim was to 
explore the ‘insider perspective’. As such, the participants’ own words, their 
thoughts, perceptions, feelings and experiences were captured. It was a two-way 
process where researcher and participant engaged in a dialogue to explore the topic at 
hand. 
 
Due to the variety of roles within the health professional participant group, 
participants could potentially be identified from excerpts used in the analytical and 
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discussion chapters. For this reason it was determined to categorise participants as 
palliative care or non-palliative care health professionals. Both these groups include 
medical consultants and registrars and nursing and allied health professionals. 
Categorising participants in this way ensured anonymity of participants. 
 
Verbatim quotations have been used throughout the analytical and discussion 
chapters of this document as evidence to support the theoretical discussion. A 
commitment to relatively little editing was balanced against readability to the extent 
that the ‘ums’ and ‘ers’ and phrases such as ‘you know’ and ‘I mean’ have been 
removed from the quotations (Corden & Sainsbury, 2006). To some extent it was 
determined that including hesitancies and false starts may be misleading when in fact 
they told the reader little except that the speaker was taking time to think about what 
was to be said (Corden & Sainsbury, 2006). 
 
4.4 DATA GENERATION APPROACH 
The research data generation method was determined by the nature of the research 
question. An interpretive approach that generated an understanding of the transition 
to palliative care in the context of the social world required tools that provided an in 
depth understanding of the experiences of participants (M. C. Taylor, 2005). Data in 
this enquiry was considered a construction created though interactions between the 
researcher and the participants (Alvesson & Kärreman, 2011). As such, data 
collection followed a semi-structured in-depth interview protocol with melanoma 
patients, family caregivers and health professionals.  
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4.4.1 Interviews 
The semi-structured in-depth interview style allowed the use of both predetermined 
questions and probes to pursue participant-generated subtopics (Bryman, 2001; 
Steinhauser & Barroso, 2009). As noted by Taylor (2005), in-depth interviews 
explore the insider perspective by allowing the participants to describe their 
experiences in their own words. The interviews began by asking participants to talk 
about relatively straightforward matters (eg their experience with melanoma) as a 
strategy to initiate a dialogue (Charmaz, 2006). Participants were encouraged to tell 
their story rather than respond to specific questions. Probing was adopted as a 
strategy to encourage participants to pursue respondent generated subtopics and 
thereby avoid the possibility of guiding participants to a particular conclusion 
(Fielding & Thomas, 2008; Steinhauser & Barroso, 2009). Some examples of probes 
were as follows: Can you tell me more about that? How did you feel when that 
happened? What happened next? (See Appendices E & H). As such, although an 
interview schedule provided possible lines of inquiry, rather than produce answers to 
a series of restrictive questions, it was used to facilitate guided conversation with 
participants (Fielding & Thomas, 2008).  
 
A flexible approach to interviews was adopted and a close connection between 
sampling, data collection and data analysis was maintained (Charmaz, 2006; Strauss 
& Corbin, 1990). After the initial data collection and analysis, the interviews focused 
on further development of key concepts and developing theory. Interview guidelines 
for subsequent interviews incorporated relevant issues while those areas that lacked 
relevance to the central theoretical propositions were not pursued. A flexible 
interview approach provided an opportunity for the interview to progress outside the 
realms of the researcher’s own preconceptions which were at times challenged and 
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contradicted (Broom, 2005a). The importance of this strategy was in allowing insight 
into concepts not previously considered. 
 
Interviews were conducted face-to-face with all participants. All were audio recorded 
with participant permission and were transcribed verbatim. This approach assisted 
the researcher to become fully immersed in the data. Following each interview, the 
researcher made memos of any non-verbal or noteworthy events that occurred during 
the interview. Any relevant thoughts and reflections gained from the interview were 
also recorded. As such, the researcher looked beyond what was obvious and rather 
than seeking stability within the data, negative or deviant cases were noted (Jackson 
& Mazzei, 2013). 
 
The researcher was aware that patient participants might have been unwell, therefore 
an opportunity was provided for an intermission during each interview although none 
were required. Additionally, the researcher was aware that some areas covered in the 
interview had the potential to cause distress for participants. A small number of 
patient and family caregiver participants became emotional during the interviews. 
The researcher provided some comforting words and offered to pause the interview 
to allow time for the participant to regain composure or to postpone the interview to 
another day. All participants regained composure and were comfortable to continue 
the interview. At no time did the researcher feel it was necessary to refer a 
participant to appropriate support services. In fact, at the conclusion of a number of 
interviews the respective participants commented to the researcher how valuable the 
interview had been for them as they had been able to articulate some of their 
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concerns for the first time. They were appreciative of the fact someone was 
interested in their situation and had spent time listening to them.  
 
4.4.2 Other data sources 
The literature has a contested space in grounded theory research. Glaser and Strauss 
(1967) initially argued that a review of the literature should be conducted only after 
developing an independent analysis. The argument proposed a risk whereby prior 
knowledge would distort data collection and interpretation simply because these 
processes would be conducted through the lens of existing theory (Glaser & Strauss, 
1967). While Glaser had adhered to this view, a more persuasive position is that all 
researchers “bring to an inquiry a considerable background in professional and 
disciplinary literature” (Strauss & Corbin, 1990, p. 48). Furthermore, rather than 
risking reinventing the wheel the incorporation of the pre-existing body of literature 
enables the researcher to see further (Thornberg & Charmaz, 2011). 
 
As Alvesson and Kärreman (2011) write and in acknowledging the constructivist 
position of Charmaz, the grounded theory approach: “ . . . has emphasised an over-
reliance on pure ‘data’ and a neglect of the constructed nature of empirical material 
. . .” (p. 23). Indeed, a preliminary literature review prior to commencement of a 
study is deemed appropriate to position that study (Strauss & Corbin, 1998) and 
therefore was conducted. As the study progressed literature was used as an effective 
analytical tool to stimulate thinking and to develop core concepts and categories 
(Strauss & Corbin, 1998).  
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4.5 DATA ANALYSIS  
Data analysis in the social sciences is based on interpretation and this means that 
nothing speaks for itself (Denzin & Lincoln, 1994). Indeed, the researcher must 
actively do something with the data and as such the researcher is an instrument of the 
research process. Therefore, importantly, data interpretation and analysis does not 
happen by mechanistic coding that reduces data to themes (Jackson & Mazzei, 
2013). Rather the complexities of social life are better understood by a researcher 
who is open to a variety of possibilities where consideration of alternative ways of 
interpretation and analysis are achieved through familiarity with a broad range of 
theories and vocabularies that are used reflexively (Rorty, 1989). In the current 
research the data analysis relied on the researcher’s ability to map differences and to 
construct a theoretical analysis by the avoidance of generalisations, themes and 
patterns (Jackson & Mazzei, 2013). The analytical approach is addressed below. 
4.5.1 Coding and categories 
Coding was the first step in taking data from the empirical to the conceptual (Glaser, 
1978). This phase shaped an analytical frame on which the analysis was built and 
involved categorising segments of data by defining what was happening in the data 
by naming it (Charmaz, 2006). This stage consisted of two steps involving initial 
open coding followed by the naming of tentative concepts. 
 
Following transcription of interviews initial open coding commenced. During the 
initial stage of coding, the researcher analysed data line by line in order to question 
the data and explore all possible ideas and issues. This prompted the researcher to not 
only explore the data, but to dispel any preconceived assumptions and to begin 
examining the data analytically. Codes were kept short, simple, active and analytic in 
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the initial coding stage with the researcher looking closely at actions and attempting 
to code data as actions. During this initial open coding, questions were generated and 
incorporated into future interviews. This facilitated the development of working 
hypotheses and propositions that could be explored with further data collection 
(Charmaz, 2006). 
 
During this phase the researcher applied a critical lens to explore implicit meanings 
and actions and thus identified directions to pursue. The researcher questioned tacit 
assumptions, explicated actions and meanings, compared data with data, and 
identified gaps in the data (Charmaz, 2006). In addition, the researcher’s supervisors 
reviewed the data in order to discuss potential concepts and processes to further 
inform subsequent data collection and analysis. This was not for validation but rather 
to extend the analytical conversation. This process encouraged further reflexivity and 
questioning of the data, which promoted deeper analysis and alternate explanations.  
An example of initial open coding is provided in the following table. 
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Table 4.4 
Initial open coding 
 
Transcript* Initial*code*
!
Excerpt!1!–!Caregiver!
!
There"are"the"specialties"of"surgery,"
chemotherapy,"oncologists"and"radiation"
oncologists,"they"all"have"their"
specialisation"and"they"will"go"down"a"
certain"path"and"then"they"will"refer"you"
and"then"that"will"be"the"other"person’s"
responsibility,"but"they"overall"don’t"
project"manage"the"case"and"sometimes"
they"will"phone"each"other,"but"I"found,"
you"know"you"had"to"see"that"was"
happening."First"of"all"was"surgery"an"
option"and"then"surgery"was"not"an"
option"because"two"melanoma"points"
were"discovered"and"eventually"when"we"
found"out"what"the"surgery"was"going"to"
involve,"it"was"five"hour"surgery,"five"
doctors"and"nine"months"recovery,"is"this"
going"to"be"the"right"way"to"go.""
!
!
!
!
Seeing!many!specialties!
!
!
Going!down!a!certain!path!
!
!
Phoning!each!other!
!
!
Surgery!is!an!option!!
Surgery!is!not!an!option!
!
!
Surgery!is!long!and!involved!
!
Is!this!the!right!thing!to!do?!
!
!
Excerpt!2!–!NonLpalliative!care!health!
professional!
!
So"it's"not"black"and"white"and"it's"really"
grey."And"palliative"care"have"and"quite"
rightly"say,"I"saw"this"patient"too"late,"but"
I"think"the"palliative"care"physician"needs"
to"also,"if"they've"been"a"medical"
oncologist"they"might"understand"why"
they"held"on"a"little"bit"long."I"think"
there's"certainly"been"that"criticism"here"
from"our"palliative"care"physicians"that"
that's"been"the"case"particularly"in"
melanoma,"not"so"much"in"the"other"
cancers"that"I"deal"with."And"I"think"that"
oncologists"also"have"a"perception"about"
early"referral"is"saying""I"give"up""and"
palliative"care"physicians"would"say""well"
that's"not"the"case,"they're"there"to"
assist""and"so"an"oncologist"feels"as"
though"they're"speaking"for"the"patient"
!
!
!
!
It!is!not!black!and!white!
!
Saw!patient!too!late!
!
If!they!had!been!a!med!oncologist!they!
would!understand!
!
!
!
Particularly!in!melanoma!
!
!
Early!referral!seen!as!giving!up!
!
!
!
!
!
! !
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and"palliative"care"physicians"will"say"
"well"you're"not"really."You"should"be"
talking"to"the"patient"and"let"the"patient"
make"their"own"decisions".!
Oncologist!speaking!for!the!patient!
!
Patient!should!make!own!decisions!
 
Initial open coding was valuable in fragmenting data and reorganising data around 
analytical concepts. The close proximity to data saw the initial generation and 
identification of social processes that then were subject to a critical lens whereby the 
researcher asked questions about the data. These initial analytical ideas gave 
direction to subsequent interviews. 
 
The initial coding exercise was followed by the naming of tentative concepts to 
synthesise larger segments of data, concomitant to decision making about which 
initial codes made the most analytic sense (Charmaz, 2004). This allowed initial 
codes to be grouped and conceptualised into more abstract levels of codes that were 
linked by relationships generated through the assimilation of theory, literature and 
data. This process was not linear but involved returning to earlier participant 
transcripts to explore topics that were implicit or initially glossed over.  
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Examples of this analytical process are depicted below in Table 4.5.  
Table 4.5 
Analytical process example 
 
Transcript* Initial*code* Tentative*concept*
Excerpt!1!–!Caregiver!
!
There"are"the"specialties"of"surgery,"
chemotherapy,"oncologists"and"radiation"
oncologists,"they"all"have"their"
specialisation"and"they"will"go"down"a"
certain"path"and"then"they"will"refer"you"
and"then"that"will"be"the"other"person’s"
responsibility,"but"they"overall"don’t"
project"manage"the"case"and"sometimes"
they"will"phone"each"other,"but"I"found,"
you"know"you"had"to"see"that"was"
happening."First"of"all"was"surgery"an"
option"and"then"surgery"was"not"an"
option"because"two"melanoma"points"
were"discovered"and"eventually"when"we"
found"out"what"the"surgery"was"going"to"
involve,"it"was"five"hour"surgery,"five"
doctors"and"nine"months"recovery,"is"this"
going"to"be"the"right"way"to"go.""
"
!
!
Seeing!many!
specialties!
!
Going!down!a!
certain!path!
!
!
Phoning!each!
other!
!
Surgery!is!an!
option!!
Surgery!is!not!an!
option!
Surgery!is!long!
and!involved!
Is!this!the!right!
thing!to!do?!
!
!
!
!
Specialisation!
!
!
!
Fragmentation!
!
!
!
!
Uncertainty!
!
!
!
!
Uncertainty!and!
decision!making!
Excerpt!2!–!NonLpalliative!care!health!
professional!
!
So"it's"not"black"and"white"and"it's"really"
grey."And"palliative"care"have"and"quite"
rightly"say,"I"saw"this"patient"too"late,"but"
I"think"the"palliative"care"physician"needs"
to"also,"if"they've"been"a"medical"
oncologist"they"might"understand"why"
they"held"on"a"little"bit"long."I"think"
there's"certainly"been"that"criticism"here"
from"our"palliative"care"physicians"that"
that's"been"the"case"particularly"in"
melanoma,"not"so"much"in"the"other"
cancers"that"I"deal"with."And"I"think"that"
oncologists"also"have"a"perception"about"
early"referral"is"saying""I"give"up""and"
palliative"care"physicians"would"say""well"
that's"not"the"case,"they're"there"to"
assist""and"so"an"oncologist"feels"as"
!
!
!
It!is!not!black!and!
white!
Saw!patient!too!
late!
If!they!had!been!a!
med!oncologist!
they!would!
understand!
!
Particularly!in!
melanoma!
Early!referral!seen!
as!giving!up!
!
Oncologist!
speaking!for!the!
patient!
!
!
!
!
Uncertainty!
!
!
!
Tensions!between!
specialties!
!
!
!
!
!
Perception!of!
palliative!care!as!
giving!up!
!
!
! !
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though"they're"speaking"for"the"patient"
and"palliative"care"physicians"will"say"
"well"you're"not"really."You"should"be"
talking"to"the"patient"and"let"the"patient"
make"their"own"decisions".!
!
Patient!should!
make!own!
decisions!
!
Ownership!of!
patient!
!
Decision!making!
!
 
Here was where the method of constant comparative analysis was useful. During this 
process, the critical aspect of theory and data construction involved careful 
consideration of alternative representations that allowed the analysis to develop 
somewhat differently from established views (Alvesson & Kärreman, 2007). The 
data offered clues and ideas that challenged conventional thinking and opened up an 
opportunity for problematisation and breakdown of incoherencies and contradictions 
(Alvesson & Kärreman, 2007). An important part of the process was to avoid seeing 
the social world as self-evident and to this end the researcher questioned prevailing 
assumptions and considered alternative interpretations during this stage of the 
analytical process. The instability created in this process enabled the researcher to 
move the analysis to a conceptual level. The format used to bring the research 
threads together at this level and to construct a theoretical explanatory framework 
was memo writing. 
 
4.5.2 Memo writing 
Reflexivity was integral to the whole process and was supported by memo writing 
that focused on the development of theoretical sensitivity by questioning what was 
really going in the data. Memo writing constituted a crucial step between data 
collection and developing the theoretical argument. It allowed flashes of insight or 
ideas to be recorded as they occurred (Cutcliffe, 2003). The researcher recorded and 
developed ideas during data collection activities, analysis processes and the 
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development of theoretical positioning. Memo writing provided the researcher with 
an opportunity to reflect on the time spent with the participants in generating the data 
while at the same time allowing the researcher to acknowledge her influence in the 
co-construction of meaning (Mills, Bonner, & Francis, 2006).  
 
Memos were written during data collection and data analysis. In addition, the 
researcher met regularly with two supervisors. The recording of these meetings 
allowed the researcher to reflect on discussions and record new insights in the form 
of memo writing. This allowed new ideas to be developed and explored, as questions 
that encouraged alternate constructions supported by the data were asked. This 
assisted the researcher to become more theoretical in her thinking. Table 4.6 below 
provides an example of a memo written during the analysis of a participant 
interview. 
  
! !
Chapter 4: Research Methods 91 
Table 4.6 
Memo writing example 
 
10 March, 2013 - The concept of palliative care  
PCHP06 – This participant identifies the goal of palliative care as improving 
the QOL for people with life limiting illness where the aim is to have physical 
symptoms under control and then look at the emotional and psychological 
aspects using an allied health team. Palliative care often involves working 
with the families more than patient. There are contradictions in this interview 
to explore. The participant mentions being part of a team – not only the 
palliative care team, but also the MDT. The palliative care consultant is 
invited to MDT meetings where the perception is that discussions are centred 
on active treatment for patients. While there is a ‘team’ approach there are a 
number of references to different sides, eg, “You’ve got to keep on everyone’s 
side. You can’t be seen as the enemy.” What does a team approach mean 
when there are different sides? Doesn’t a team approach mean everyone is on 
the same side? Where is the patient in this team? What is really going on here 
and why? 
With teams from radiation oncology, medical oncology, surgery and palliative 
care in the MDT, decisions regarding management of the patient may be quite 
difficult. The participant recognises that if the other teams are not on the same 
road palliative care cannot be involved. All teams within the MDT need to be 
saying the same thing “because if you've got two teams that are fighting and the 
patient's in the middle and particularly these patients that have five or six 
different teams, it makes it very hard for them to work out who to believe and 
who to trust”. What is really going on here when participants talk about a team 
approach?  
 
 
Interviews with participants were a process of retelling and remembering and as such 
data was considered to be partial and incomplete although it provided a compass that 
kept the theory generation process on track (Alvesson & Kärreman, 2011). The 
implication of this for the researcher was the need to question the data and 
deconstruct why one story was told and not another (Alcoff, 1991). As an integral 
part of this analytical process memos were integrated with literature. This 
encouraged various ways of analysing the data to be explored. Once the researcher 
had developed a fresh set of categories they were analysed theoretically in 
conjunction with the concepts in the literature and the researcher began to place the 
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study appropriately within it (Charmaz, 1990). In this way memos and literature were 
used to move the data analysis to a theoretical level. As such, memos were a pivotal 
intermediate step between data collection and writing the analytical chapters of this 
thesis (Charmaz, 2006). 
 
4.5.3 Theoretical sensitivity and constant comparison 
Theoretical sensitivity was an essential facet of the analytical process that enabled 
the researcher to look at multiple vantage points, make comparisons, follow leads 
and build on ideas (Charmaz, 2006). Theoretical sensitivity was encouraged through 
the use of constant comparison as one of the main intellectual activities that underlies 
all analysis in grounded theory (Charmaz, 2006; Tesch, 1990). The use of constant 
comparison techniques facilitated the stimulation of thinking about incidents and 
concepts, as ideas and insights generated other ideas that gave meaning to words and 
situations that seemed previously to have no meaning. This process increased the 
researcher’s sensitivity to concepts, their meanings and relationships and thereby 
facilitated reflection on participants’ assumptions rather than the adoption of those 
assumptions. Knowledge generated in earlier interviews was compared, challenged 
and built upon as further interviews were conducted. As concepts were identified, 
interview transcripts were searched to retrieve related comments irrespective of 
whether they were supportive or contradictory.  
 
Constant comparison enabled incidents or events that were originally considered 
unrelated to be grouped together as their interconnectedness became apparent. 
Additionally, initial concepts were tested against deviant or negative cases, thereby 
adding to the complexity and development of the concepts (Ezzy, 2002). The 
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strategies of comparing and asking questions, including the deconstruction of popular 
discourse, were embedded in the entire research process, thus refining the 
researcher’s conceptualisation and understanding of what was in the data. This, in 
fact provided a more open approach where the final research questions were refined 
as data collection and analysis progressed.  
 
4.6 REFLEXIVITY 
It is widely acknowledged that conducting qualitative research is a reflexive process 
whereby the knowledge and the person doing the knowledge work cannot be 
separated (Calas & Smircich as cited in Alvesson & Kärreman, 2011). The 
researcher did not merely encounter data and wait to see where it lead, but rather was 
always doing something with the data by framing and constructing it (Alvesson & 
Kärreman, 2011, 2007). As such, the framework, the researcher and the social reality 
were always interrelated and provided a link to potential insights and ideas that were 
refined through self-evaluation and discipline (Alvesson & Kärreman, 2011). In this 
way reflexivity was a part of the analytical process.  
 
It is impossible for researchers to disassociate themselves from who they are, what 
they know and the experiences they have had (Charmaz, 2006; Strauss & Corbin, 
1998). Humans are irrevocably merged with their worlds, with their past and present 
experiences and perspectives that influence their understandings. In light of this the 
researcher was reflexive about what was brought to research processes, what was 
seen and how it was seen. The researcher’s findings are not representative of a true, 
discoverable reality but rather are interpretations of multiple realities that are 
constructed by the researcher and the participants (Charmaz, 2011a). As a researcher, 
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I considered my experiences as a family member of a melanoma patient transitioning 
to palliative care. Reflexive memo writing was used to document this history prior to 
the commencement of data collection. Bringing this history and thinking to the 
surface created a point of referral and examination in relation to the theoretical 
analysis (Mills et al., 2006).  
 
The interview is considered a means of knowledge construction between the 
researcher and the interviewee (Mills et al., 2006). Here, the world and the researcher 
are embedded within historical and cultural stories, beliefs and practices, where 
reality and knowledge depend upon socially defined knowledge available at a given 
point in time (Etherington, 2004). Researchers make consistent and ongoing 
subjective interpretations of data where ideas are grounded in their ‘perspectives, 
privileges, positions, interactions and geographical locations’ (Charmaz, 2009, 
p. 130). 
 
Reflexivity compelled me as a researcher to operate on several levels including an 
awareness of the influences on my relationship to the topic and participants, while 
also being aware of what was influencing my internal and external responses 
(Etherington, 2004). In doing this I was more conscious of my own ideology, culture 
and theoretical constructs that I used to guide my interactions as I engaged in the 
research. The acknowledgement of the cultural overlap between myself, the research 
participants and society at large enhanced the research process. 
 
Reflexivity allowed me to be present in the research while reinforcing the need to 
seek multiple perspectives in the healthcare research environment where the 
! !
Chapter 4: Research Methods 95 
positivist paradigm is dominant. An iterative process was used to revisit previous 
decisions in the light of new perspectives. In doing this new concepts were explored. 
By providing information about the contexts in which the research was located, 
reflexivity created transparency and added validity and rigour to the study findings. 
For this reason, I was reflexive and flexible in the interview approach and allowed 
the interviews to proceed in a semi-structured conversation style.  
 
In healthcare research, the patient is a representative of a constructed social category. 
However, patients are complex and personhood may not be fully captured by this 
label (Mishler, 2005). In this way the lifeworld can be obscured. An issue for 
researchers is that patients are generally recruited through the health system. They 
become the research subjects with relationships pre-structured by how patients are 
positioned within the health system in that they come to the research as patients 
rather than as persons. The researcher is already beholden to the health system when 
they meet the patient and, as such, there is a risk the lifeworld may in fact be 
colonised by the system. In this research, as the researcher had first hand personal 
experience with the area of research the interaction between the researcher and 
patients and family caregivers was considered to provide an insider view of the 
lifeworld. 
 
4.7 RIGOUR 
Rigour in qualitative research refers to establishing trust or confidence in the findings 
of a study. It is used to determine consistency of the study methods over time and 
provides those using the research the means to be confident the results provide an 
accurate representation of the population studied. Charmaz (2005) proposes the use 
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of credibility, originality, resonance and usefulness as the criteria for evaluating 
grounded theory studies. These criteria relate to the empirical study and the 
development of theory. Drawing on a solid foundation of data to make the study 
credible and providing ample evidence for the claims made in the study allows the 
reader to form an independent assessment of the quality of the research (Charmaz, 
2004). 
 
The research comprised a critical understanding of the meanings constructed in the 
transition to palliative care in the context of metastatic melanoma in the acute care 
setting and how those meanings interrelate to form a whole. It is acknowledged that 
the given critical reconstruction is idiographic, and time and place bound, while 
multiple reconstructions are pluralistic, divergent and even conflictual (Greene, 
2010). Hence the research resembles a more context specific working hypothesis and 
critique rather than generalisable propositions warranting certainty or probability. In 
this way socially constructed knowledge is value bound and indeterminate and 
incorporates time- and context- bound working hypotheses that are not connected to 
a priori theory, but rather to inquiry problems that are often emergent (Greene, 2010; 
Lincoln & Guba, 1985).  
The evidence generated by interpretive research is much more 
likely to be of an evocative rather than a comprehensive kind, to be 
sustained, rejected, or refined through future studies. The 
conclusions of one study merely provide a starting point in a 
continuing cycle of inquiry, which may over time serve to generate 
persuasive patterns of data from which further conclusions can be 
drawn (Morgan, 1983, p. 368).  
 
In order to position knowledge accumulation within this context the concept of 
transferability is relevant. The underlying aim of transparency is the theoretical 
possibility of the reader having enough detail within the report to enable them to 
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duplicate the study methods (Tong, Sainsbury & Craig, 2007). This concept shifts the 
researcher’s responsibility from one of demonstrating generalisability to one of 
providing adequate description of the transactions or processes within the research 
context so that others may judge the appropriateness or fit of the research findings to 
their particular context (Greene, 2010). As such, the final decision about 
transferability is based on the judgment of potential users (Lincoln & Guba, 1985). 
To enhance transparency the researcher made procedures explicit and described the 
original conditions and settings clearly. Thus the audit trail of the research processes 
that included the theoretical, methodological and analytical choices made by the 
researcher, further enhanced transparency (Bowen, 2009).  
 
Recent developments in judging research quality suggest a practical approach in 
considering how the research methods themselves contribute to the quality of the 
study. In this study, the use of theoretical sampling, ongoing data collection and 
analysis, memo writing, constant comparative analysis, identification of core 
concepts, a return to the literature for a grounding of study findings and reflexivity 
have enhanced the quality of the study and the development of a theoretical 
understanding of the transition to palliative care. 
 
4.8 ETHICAL CONSIDERATIONS 
Ethical clearance to conduct this study was obtained from the Human Research 
Ethics Committees at the major pubic hospital (see Appendix I) and Queensland 
University of Technology (QUT) (see Appendix J). The QUT application allowed 
access to participants from MPG. 
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4.8.1 Risks and benefits of palliative care research 
As indicated earlier, ethical issues around the value of research and the needs of 
patients have been the subjects of ongoing debate. The debate reflects a group of 
stakeholders that is polarised between those who argue that research within 
vulnerable populations such as palliative patients is unjustified and those who argue 
that ethical principles governing medical research are sufficient to safeguard the 
individual interests to enable their participation (Gysels, Evans & Higginson, 2012; 
Wohleber, McKitrick & Davis, 2012). 
 
In recruiting patients it was recognised that there were unique challenges with 
palliative care research as patients were often unwell, emotionally and 
psychologically fragile and fatigued (White & Hardy, 2010). Despite this there were 
many people nearing the end of life who wanted to participate in research provided it 
was conducted sensitively (Kendall et al., 2007). A study by Williams, Shuster, Clay 
and Burgio (2006) suggested that although research participation near the end of life 
can involve burden, it had potential benefit for patients and carers in allowing them 
to make a lasting contribution to society in general. Furthermore, Williams et al., 
(2006) demonstrated that a significant number of hospice patients were interested in 
research participation and were able to articulate potential benefits and barriers of 
participation. A review of literature demonstrated that ethical concerns regarding 
patient participation in end-of-life care research was not justified (Gysels, Evans et 
al., 2012). Furthermore patients were generally willing to participate and those taking 
part reported direct benefits and a positive experience (Barnett, 2001; Gysels, Evans, 
et al., 2012; White, Hardy, Gilshenan, Charles & Pinkerton, 2008). In fact it was 
suggested that denying patients the opportunity to participate in research on the basis 
of an assumption of vulnerability was paternalistic and furthermore, it was important 
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to respect the rights of autonomy and humanity in this population (Wohleber et al., 
2012). An approach whereby patients were approached as individuals to assess their 
willingness for involvement in research has been recommended (Gysels, Evans, et 
al., 2012).  
 
Ethics in healthcare research involves achieving a balance between the desire to 
extend knowledge and the rights of the research participants. This is particularly 
relevant in vulnerable populations such as metastatic melanoma patients. The 
researcher was aware of the burden on patients, the preciousness of the limited time 
they have left and the possibility of the research being intrusive and prompting 
difficult emotions. Sensitivity in preserving the patient’s level of awareness of their 
prognosis was required since it could not be assumed all patients had a similar degree 
of awareness (Grande & Ingleton, 2008). The researcher was cognisant of the fact 
that some participants may not be fully aware of their prognosis or did not wish to be 
confronted with that prognosis. For this reason the researcher responded to cues 
given by participants and proceeded as if participants did not know they were dying. 
The researcher did not ask direct questions about death and dying; however, as these 
issues arose they were dealt with in the same manner as other issues. 
 
4.8.2 Informed consent 
Participants were fully informed about their role in the study. Information provided 
to potential participants as suggested by Masso, Dodds, Fildes, Yeatman & Eagar 
(2004) included 
• a statement advising that participation is voluntary 
!100 Chapter 4: Research Methods 
• a statement regarding the right to withdraw consent to participate at any time 
without reprisal 
• details of why the research is being undertaken 
• details of how the research will be conducted 
• information about the potential benefits and potential risks of the study 
• details of potential inconveniences to participants 
• details of how confidentiality of records identifying participants will be 
maintained 
• Information relating to possible outcomes, including the likelihood and type 
of any publications 
 
These details were included in the Participant Information and Consent Forms, which 
were given to potential participants during the recruitment process. (see Appendices 
A, B, C & D). 
 
4.8.3 Privacy issues 
To protect the privacy of participants a coding system was used to de-identify 
information. Audio recordings were transcribed and referred to by the use of a code 
rather than individual participant’s names. No participants were identified in the 
findings of the study. All data were stored securely in the researcher’s locked office. 
Computer files were password protected and were accessible only to the researcher. 
 
4.9 HEALTH AND SAFETY CONSIDERATIONS 
Health and safety implications arising from this project were outlined in detail with 
submission of the relevant research ethics application to QUT. A health and safety 
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risk assessment was undertaken to ensure potential risks and/or hazards in the 
research process were minimised. Details of issues identified in the risk assessment 
are outlined below. 
 
The researcher spent extended periods at a computer workstation. The prevention of 
injuries relating to soft tissue pain and strain which is common in workers who spend 
long hours at the computer without correct computer workstation set up were 
considered. The researcher was aware of the need to set up the computer workstation 
correctly and regularly reassessed the workstation set up over time. In addition, the 
researcher took regular breaks during extended periods of computer use.  
 
In conducting the research, the researcher collected data by interviewing participants 
in their homes or at a place of their choosing. The Standard Operating Procedures 
that QUT applies to research involving home visits was considered. To minimise the 
risks associated with personal safety the researcher had a fully charged mobile phone 
handy at all times when conducting interviews. In addition, the researcher notified a 
family member or colleague of planned movements including an itinerary list and 
approximate time for completion of each interview.  
 
The researcher was aware of the stress that could be experienced during research-
associated activities, particularly when conducting interviews with patients or family 
caregivers of patients who may be near the end of life. Self-awareness through 
reflection activities with supervisors and peers were methods used by the researcher 
to minimise the potential risk of stress. 
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4.10 CONCLUSION 
This chapter has outlined the modified constructivist methods applied in the study. 
The rationale for the use of these methods was argued by contextualising the 
methods within contemporary debate. A number of the elements drawn from the very 
broad tradition of grounded theory, including rigour, participant recruitment, data 
analysis including coding and memo writing, reflexivity, transparency, and ethical 
considerations were articulated in detail and justified. The use of these methods 
resulted in the generation of a number of theoretical conceptualisations that are the 
focus of the following chapters. 
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Chapter 5: Constructing Palliative Care 
I am constantly reminded when I give lectures to doctors, nurses or 
other professionals and discuss my work with lay members of the 
public, that there is still much confusion, or at least uncertainty, 
about what palliative care is and does. The usual questions posed 
are: what does it do, who does it treat, when is it used and where is 
it done? (Sam Ahmedzai, 1994, p.1)  
  
5.1 INTRODUCTION 
While palliative care has been and is defined in many ways, the quote from 
Ahmedzai above highlights the lack of clarity around what the term palliative care 
really means. This thesis argues that twenty years on since Ahmedzai made this 
observation, there is still confusion around the role and positioning of palliative care 
within the health system. Becoming ‘palliative’ is not a defined event and nor is there 
certainty around referral to a palliative care service. On the contrary, there is 
decisional and clinical ambiguity because there is no predefined point in the course 
of a life limiting illness that marks the transition from curative to palliative care. 
Many factors including a patient’s clinical situation and psychological readiness, a 
health professional’s knowledge, understanding, attitudes and preparedness and a 
system’s ability to respond form part of the complex construction of palliative care. 
As such there are levels of uncertainty, differing perspectives and tensions and 
contradictions that contribute to negotiating the ambiguity and blurring in the 
transition to palliative care. 
 
The intent of this chapter is to explore theoretically and conceptually the positioning 
of palliative care as it is structured and negotiated by patients, family caregivers and 
health professionals within the current system of health care. Managing physical 
!104 Chapter 5: Constructing Palliative Care 
symptoms, managing the end of life and focusing on quality of life are dimensions of 
palliative care as constructed within the healthcare environment in the research 
context. In this chapter each is addressed in turn. The starting premise is that the 
construction of meaning is negotiated and formed through an ongoing interpretive 
process that occurs during interactions within the social world over a period of time 
(Blumer, 1969b). Thus the constructions of palliative care reflect the histories, 
culture and experiences of participants rather than an objective truth that sits as 
separate from participants. This understanding is used to explore and critique some 
of the underlying tensions that exist between the rhetoric and the practice of 
palliative care.  
 
The World Health Organisation (WHO), (2002) has defined palliative care as:  
An approach that improves the quality of life of patients and their 
families facing the problems associated with life-threatening illness, 
through the prevention and relief of suffering by means of early 
identification and impeccable assessment and treatment of pain and 
other problems, physical, psychosocial and spiritual. 
 
Yet there is some discrepancy between the image of palliative care reflected in this 
definition and the constructed meanings of palliative care practice. Indeed, meaning 
is not fixed and intrinsic to any object but rather is socially created with people 
assigning different meanings to the same objects (Blumer, 1969b). The meaning 
assigned to palliative care by patient participants was often focused on physical care 
with little or no reference to the psychosocial and spiritual dimensions of care. This 
contrasts with the generally accepted association between palliative care and the 
concept of holistic care. Palliative Care Australia (PCA, 2006) stated the following: 
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Palliative care is provided to people with an active, progressive and 
advanced disease or illness, for whom there is little or no prospect 
of cure. Palliative care is holistic care; focussing on quality of life 
and helping people live well.  
Palliative care addresses the physical needs of the patient, including 
prevention and relief of suffering by means of early identification 
and assessment of pain and other problems. As a holistic approach, 
it also addresses the emotional, social, cultural and spiritual needs 
of the patient, as well as those of their family and caregivers. (p. 5) 
 
How this understanding translates into practice and is viewed by patients and family 
caregivers is open to question. The following section explores the construction of 
palliative care at the patient level. 
 
5.2 PALLIATIVE CARE AT THE PATIENT LEVEL  
5.2.1 Managing physical symptoms and technical strategies  
In the research context the expertise of the palliative care team was conceived in 
terms of technical strategies for symptom relief. Patient and family caregivers 
equated palliative care with treatment of physical symptoms including the 
prescription of medications for pain: 
Pain relief has probably been the main thing that they have done 
for me, that I think is a main part of palliative care, I would think, 
pain management. PPHQ05  
I think palliative care; my interpretation is controlling pain, not 
really doing medical procedures, but making you as comfortable as 
possible to the end I guess. PMPG05 
I have seen them a couple of times, primarily all they have done is, 
you know, how are you, what drugs do you need, they are willing to 
hand out prescriptions and things. PPHQ03  
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Thus, in the hierarchy of care medical intervention appeared more prominent than the 
psychological, social or spiritual components as described by another participant: 
Palliative care has so far been more concerned, and I don’t know, 
maybe this is their sole role, but they seem to be more concerned 
about John’s (husband pseudonym) symptoms and ensuring that he 
has medications to alleviate that. No one has really spoken to us 
about any other support services. CPHQ04  
 
This is supported by research that concludes that much of the care offered to dying 
patients by staff in acute care settings is routine and technological care, rather than 
noting deterioration and spending time identifying and managing patient and family 
concerns (Johnson, Paul, Girgis, Adams & Currow, 2011; Parish et al., 2006; 
Pincombe, Brown & McCutcheon, 2003; Willard & Luker, 2006). In reinforcing this 
point, Breitbart (2006) asked palliative care clinicians what they saw as their goals. 
Breitbart (2006) stated:  
The response was immediate, simple, clear, and emphatic. 
Overwhelmingly the palliative care clinicians saw their main goal 
and obligation as assuring that the patients under their care die 
receiving adequate pain and symptom control. Nothing more, 
nothing less. (p. 2) 
Breitbart (2006) followed this with questions posed to clinicians about existential 
concerns, helping patients achieve some sense of life completion and acceptance of 
death and the response was, “That’s not our job!” (p. 2). This was the work of the 
clergy – the priest, or the rabbi or the chaplain. In some sense this response reflects 
the broad domain of palliative care while it also points to the limitations imposed 
through specialisation and the technical medical agenda within the acute care setting. 
Indeed, in this situation and using Habermas’s (1984) terminology the technical 
scientific rationality of the system dominates while the patient’s lifeworld is of lesser 
concern.  
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By contrast, however, while care within the research context was perceived as 
doctor-led with a focus on symptom management, a participant who had engaged 
with a community palliative nursing service experienced a more encompassing 
approach:  
They (community palliative care nurses) are really great, lovely 
people and they chat to Nikki (wife pseudonym) so they are really 
good support for her. So it’s just not about my medication because 
they have sorted out my medication for pain a lot better and it’s just 
not about that, they support Nikki a little bit more. PPHQ01 
This comment related to an experience with a community nursing service and 
implied a perception of nursing within a lifeworld context and as a role distinct from 
the technical medical agenda characteristic of the hospital environment.  
Indeed and reflecting Habermas’s (1984) perspective, this indicates a lifeworld 
approach and as such, relationships and interactions are given priority in the context 
of care. 
 
A palliative care nurse also perceived palliative care as philosophically something 
beyond management of physical aspects of care:  
In palliative care you learn that quality of life is more important or 
for us we're more about quality of life than quantity, whereas I think 
a lot of people who go into nursing and medicine have that view of 
life at any cost. I know that's what was instilled in me when I was 
training as a nurse that any kind of life is better than death and it's 
a completely different shift in consciousness and awareness when 
you start doing palliative care. It's just a different approach I guess, 
so sometimes I feel like we're operating on different levels to a lot of 
the treating teams. PCHP06 
For another health professional it was about quality of life with a focus on a more 
holistic approach: 
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What we’re doing is trying to improve their quality of life. So we get 
the physical symptoms under control and then we can look at the 
emotional and psychological effects. PCHP11 
Yet one oncologist highlighted a reluctance to refer to palliative care without the 
presence of symptoms: 
For melanoma, when they come to us for the most part it is 
palliative; palliative chemotherapy because people with stage four 
melanoma are not curative so the majority are treated as palliative 
. . . There are a lot of patients who actually don’t want to hear 
palliative care and no matter what some of my palliative care 
colleagues think, there are patients who do not want to see them 
and it’s very hard to force someone to meet someone they don’t 
want to see and especially if they’ve got absolutely no symptoms. 
NPCHP12 
While the oncologist referred to his/her role in providing palliative treatment, there 
was some hesitance in linking patients with a palliative care team if there were no 
physical symptoms to be managed. This was also evident in a palliative care health 
professional’s view on referrals: 
It's usually when they develop symptoms, that they refer them onto 
palliative care. And usually the symptom that I remember most is 
pain . . . Melanoma is a bit of an unusual cancer in that it can 
metastasise anywhere in the body quite randomly, whereas other 
cancers are more predictable in where they'll spread… And so it's 
often the referrals that are coming in when they're in pain and even 
some of the referrals that we used to get were pain management 
only. So even though they knew the patient had end stage metastatic 
cancer they didn't want us to talk about death and dying, they just 
wanted us to try and manage their pain. PCHP10 
 
The approach depicted above underlines the ambiguity and tension in the 
construction of palliative care. Where some described a role that included the 
emotional and physical aspects of care, for others palliative care appeared 
predominately about physical concerns. This is evident where oncologists prioritise 
uncontrolled physical symptoms when considering referral to palliative care 
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(Wentlandt et al., 2012) with little sense of the complete care referred to in the 
discourse that characterises palliative care literature. More recently, a review of 
quality measures for palliative care in patients with cancer highlighted a focus on 
physical manifestations of disease and the adverse effects of treatment, with 
relatively little attention given to other aspects of suffering commonly observed 
among patients with advanced cancer including psychological, spiritual and social 
distress (Kamal, Gradison, Maguire, Taylor & Abernethy, 2014).  
 
There are a number of explanations for the perception of palliative care as technical 
care. Unlike most other specialties, palliative medicine relates to the stage of a 
patient’s condition rather than a distinct area of knowledge that refers to an object of 
study such as a body system, pathology or technical approach; or to an age such as 
paediatrics or geriatrics (Pastrana et al., 2008). It is generally accepted, for example, 
that a cardiologist deals with conditions related to the heart, an oncologist’s role is 
defined by pathology and a surgeon’s area of expertise relates to skills acquired in 
invasive procedures (Doyle, 1993). Where other specialties have a degree of 
certainty about their position in the medical world, there is lack of clarity about 
palliative medicine, what it involves and how it differs from other health care (Clark 
et al., 2002; Hibbert et al., 2003).  
 
For a medical specialty to define itself, particularly to peers, expertise based on 
disease or anatomical criteria is highly regarded (Hibbert et al., 2003). By contrast, 
palliative medicine does not have a bodily organ, a specific disease or a definitive 
technical approach to call its own. Indeed, palliative medicine claims to be driven by 
a philosophy that potentially excludes nobody (Fordham, Dowrick & May, 1998). In 
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other words, it spans the traditional medical disease model with a focus on the 
enhancement of quality of life (Clark et al., 2002; Hibbert et al., 2003; Pastrana et al., 
2008). Nonetheless the construction of palliative medicine with an emphasis on the 
techniques of symptom management appears to emulate the ways in which 
specialties seek to gain legitimacy through the monopolisation of areas of 
knowledge. 
 
Procedures and guidelines around the technical aspects of care are readily available. 
Clinicians know how to assess and treat pain. Opioids and other anaesthetic 
interventions have been developed to treat pain. They are supported by evidence-
based guidelines introduced to effectively manage pain and other physical symptoms. 
In addition, the technical aspects of care can be quantified in a reasonably 
straightforward manner. Physical symptoms are generally easier to assess than 
emotional or spiritual concerns for which there are no precise measurements. There 
are no easily administered interventions that enable clinicians to assist patients with 
finding a sense of meaning and dignity in their lives and that facilitate acceptance of 
death or life closure (Breitbart, 2006). As a result a medical symptom management 
response offers a routine as well as a more easily defined approach to the uncertainty 
of dying than any attempts offered by a psychosocial or spiritual approach 
(Dahlborg-Lyckhage & Lidén, 2010). 
 
Medical institutions also encourage the routinisation of human experience resulting 
in a reduction to patterns of presentation that are recognisable and manageable, 
particularly when patients are in crisis or pursue medical interventions (Frank, 2000). 
This reduces palliative care to the technical machinery of medical care and purports 
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to reveal fundamental truths thereby objectifying meaning rather than recognising the 
subjective realities of patients (Charmaz, 2003). As such, in Habermas’s 
terminology, the ‘voice of the lifeworld’ represented by the patients’ experiences, 
knowledge and perspectives drawn from the everyday life, has been colonised by the 
‘voice of medicine’ that denotes the dominant biomedical model of illness and the 
perspective of medical experts (Mishler, 1984). 
 
A technical approach to care also allows for the quantification of the success of pain 
relief and symptom control technologies. The syringe driver, so often used for opiate 
analgesia, is an example where expertise can be recognised as potentially superior to 
previous medical approaches. Furthermore, it can be assessed within the familiar 
biomedical tradition that Hibbert et al., (2003) describe as innovation, risk 
assessment and assimilation. 
 
A further explanation points to research in the area of pain and symptom control that 
was evolving in other areas of medicine around the time of the appearance of 
palliative medicine as a specialty. Outcomes from that body of research were 
transposed to palliative care thereby giving the specialty the beginnings of an 
evidence base (Biswas, 1994). Research that focused on pain and symptom control 
formed the basis of educational programs that resulted in significant changes in the 
clinical practice of palliative care. However, the ongoing cycle of practice, research 
and education shifted the emphasis to symptom control, which overshadowed the 
philosophy of care (Biswas, 1994). 
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Two decades ago, Good and Stafford (2001) provided statistics on the use of 
evidence-based practice in palliative care. The authors claimed that in the palliative 
care unit of one Australian hospital, 81% of interventions were based on findings 
from randomised controlled trials, other trials, or convincing non-experimental 
evidence. It is interesting to note that of the twenty-eight major problems mentioned 
in the study all but two were physical (Clark et al., 2002). This implies a focus in 
palliative medicine on the assessment and management of physical symptoms. To 
some extent this also highlights the difficulty in evaluating psychosocial and spiritual 
aspects of care. 
 
More broadly, there is both a public and professional expectation that medicine is 
about ‘doing something’ to manage the physical symptoms of a patient. Emphasis on 
the technical aspects of care creates an environment where there appears to be a lack 
of understanding of, or less importance attributed to, psychosocial and spiritual 
dimensions of care. Furthermore, technical expertise fits within a mechanistic or 
biomedical approach to practice and as Hibbert et al., (2003) suggest, the symptom-
based contribution is more clearly delineated than the other relatively indeterminate 
aspects of palliative care. 
 
Due to the way that medical work is organised the dominance of the technical facets 
of palliative care allows the technical medical voice to take priority over concerns 
with patient identity, biography, feelings and attitudes (Strauss, Fagerhaugh, Suczek 
& Wiener, 1982). To some degree, in every consultation, the voice of medicine, the 
technical domain based on the rationalities of science, is the communication tool 
whereby a diagnosis and management plan is reached (Barry, Stevenson, Britten, 
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Barber, & Bradley, 2001; Mishler, 1984). Hence meaning is constructed through 
rules that decontextualise events to remove them from personal and social contexts 
thereby ignoring the biographical situation and position of the patient in the social 
world (Mishler, 1984). This reflects the colonisation of Habermas’s lifeworld by the 
purposive rational action of the system of medicine (Mishler, 1984) whereby 
communication towards understanding and consensus through negotiation is not 
achieved (Habermas, 1984). 
 
5.2.2 Managing the end of life 
As suggested above, palliative care has an image problem with a lack of recognition 
of the role of psychosocial and spiritual aspects of care in the management of the 
patient journey. Furthermore, the role of palliative care was recognised by both 
patient and medical professional participants as confined to the management of end-
of-life issues. In the research context it was represented as what was done when there 
is no other option. In this way it was overtly associated with end-of-life care.  
 
Patients and family caregivers sustained this image as a family caregiver described: 
I guess my understanding of palliative care was that they were 
mostly about end-of-life care and that they were more about 
providing medications to alleviate symptoms and things like that 
and that it was more very end of life type thing… Nothing has really 
been offered aside from, okay do you want to be referred to 
palliative care, yes, okay, so that happened, but I feel a bit like a 
mushroom really, feel a bit in the dark. CPHQ04 
Another patient expressed a similar view: 
To me palliative means there is in a way, no formal medical 
treatment that is available to you. So you are just really living with 
the disease, it is a matter of ameliorating all the things, the 
consequences of it, in a sense, making life bearable… You are at the 
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last stage of your journey, the really last stage of your journey. 
PMPG06  
For a family member palliative care meant that the patient was dying: 
I remember when I first heard the word palliative; I went she is not 
dying yet, but someone explained to me that it is not necessarily 
what they mean; it is just pain relief. CMPG01 
For another patient palliative care signified a serious prognosis: 
We were set up with a palliative care team, pretty much straight 
away, so I guess that was part of, I guess knowing early on, that 
something was going to happen. I am guessing they don’t do that 
type of thing unless it is that serious. PPHQ03 
The palliative care health professional participants were similarly of the view that 
patients understood palliative care as nearing the end as indicated in the following: 
I think people… feel like they're being given a choice between life 
and death really. It's not good death versus bad death; it's life 
equals pursuing treatments and saying yes to whatever is offered 
and dying is accepting palliative care. PCHP09 
If they've experienced the death of a loved one or friend and heard 
about palliative care or read about palliative care, sometimes 
people are reluctant for us to get involved because they just think 
that means the end and there's no hope. PCHP05 
Also when they realise that we're not just going to be there talking 
and taking away all their hope I think that's the other thing, people 
say "I want to stay positive, I want to think positive, I don't want to 
see palliative care because once I agree to that it's admitting I'm 
going to die”. PCHP06 
Oncologists and those in the treating team also made reference to a reluctance to 
refer because of the association with end-of-life care:  
It's hard because people have this mentality [that] palliative care 
means it's the end of life. Patients, that's their mentality, so when 
you actually start talking to a patient about their treatments and 
say, “we're going to get you to see palliative care,” all of a sudden 
they've got the message, well I'm going to die… I reckon that is the 
biggest thing, doctors know that so they won't, rarely will they 
actually bring in palliative care then, they'll wait until maybe a 
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little bit down the track, a month or two before they bring palliative 
care in, which in most cancers isn't a big deal because in most 
cancers you can do that, but with melanoma it’s fast. NPCHP03  
There was a perception, however, that not only did palliative care providers 
understand that patients perceived palliation as associated with nearing the end, but 
that oncologists and other health professionals shared this view: 
So I think perhaps sometimes perceptions of palliative care by not 
just oncologists but most medical staff in large hospitals is that 
palliative care might be just end-of-life care. PCHP09 
 
Patients and health professionals alike constructed the meaning of palliative care as 
end-of-life care. An oncologist pointed to the meaning of the word ‘palliative’ as 
problematic:  
I think it’s the word palliative, even though I’m saying, this is not a 
cure and all the written information that is given says there is not a 
cure. I think meeting a palliative care team physician, it’s very 
confronting to the patient to go, well this is getting towards the end. 
NPCHP12 
In that case the oncologist had conveyed a message to the patient that the disease was 
terminal and hence it was interesting that the oncologist found difficult the use of the 
word ‘palliative’ in considering the care of that patient. Oncologists would be aware 
that patients with metastatic melanoma generally die within a limited period of time 
and as a result would work with patients toward recognition and communication of 
the prognosis. It is as though the language and not the practice of palliative care in 
some way shape views around end of life. As such, language may be an important 
component of palliative care as it is socially constructed and thus interrelated with 
practice.  
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Similarly oncologists recognise that palliative care offers benefits for the patient as 
depicted in the following: 
There's always an initial concern about the word palliative care 
meaning or I guess, labelling the patient is on their way out and I 
try to always defuse that and say, well, look no I'm not sending you 
on a road to your grave, I'm sending you to see someone who can 
help you and improve your quality of life during the terminal stages 
of your disease. NPCHP01 
While health professionals recognise the benefits of palliative care they reinforce the 
notion of such care as nearing the end. Moreover they point to the fact that there is a 
shared view amongst colleagues that reflects and reproduces the popular 
interpretation. Significantly there is an opportunity for health professionals to 
reconstruct and present palliative care in a different way but within the research 
context there was no indication of this occurring.  
 
Health professionals also expressed the view that palliative care was not only about 
end of life but was equated by some doctors as giving up on a patient: 
There is also the notion I think still among many doctors that 
referring a patient to a palliative care physician is giving up on 
them. NPCHP01 
Palliative care is seen as giving up, there's oncology, which is 
treatment and living; and palliative care is dying and giving up. So 
I think palliative care should be seen as being something more 
collaborative and working with oncology in a more positive light, 
but a lot of people just perceive palliative care as being end-of-life 
care as opposed to looking after people with a life limiting illness. 
PCHP09 
 
The traditional medical model is steeped in curative measures focused on healing 
patients’ physical ailments while advanced diagnostic tools and medical technologies 
are available to diagnose and cure physical illness (Bickel-Swenson, 2007). 
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Furthermore, patients are encouraged to pursue aggressive and often expensive 
treatments in an effort to sustain life at all costs (Aabom, Kragstrup, Vondeling, 
Bakketeig, & Stovring, 2005; Donley & Danis, 2011). In addition, medical training 
provides educational and clinical opportunities for future physicians to become 
competent in curative treatments while limited exposure to the skills required for a 
palliative approach to care is available (Bickel-Swenson, 2007). Indeed while the 
provision of palliative care content in medical training is considered highly relevant 
and it is suggested that most medical students are exposed at least superficially to 
some palliative care content, it is of variable depth (Horowitz, Gramling, & Quill, et 
al., 2014). With a dominant focus on cure it is unsurprising that death has come to be 
seen less as an inevitable part of life and more often associated with failure.  
 
It appeared that the framing of palliative care as end-of-life care, nearing the end and 
giving up on the patient sanctioned delayed referral by oncologists and other health 
professionals. Oncologists find it difficult to lose patients as they lose them at a 
higher rate than their peers who have managed to turn previously terminal diseases 
into chronic diseases (Srivastava, 2011). The inevitability of loss is particularly true 
in the case of metastatic melanoma. It is as if the referral to palliative care infers bad 
news and consequently the oncologist may be hesitant to refer for fear of taking 
away a patient’s hope (C. G. Brown, 2011; Cherny, 2009).  
 
This implies that palliative care is positioned in the later stages of the disease 
trajectory where treatment is no longer impacting on disease progression. Again, the 
position is reinforced by health professionals who perceive palliative care services as 
beneficial, but tend to refer patients as they approach end of life (Fadul et al., 2009; 
!118 Chapter 5: Constructing Palliative Care 
Kelley & Meier, 2010). Significantly, however, late referral and the negativity 
associated with referral to palliative care by oncologists are more complex than the 
reasons outlined above. Pertinent issues around referral and organisation of care are 
addressed in the following chapter. 
 
As noted earlier, there is an expectation that the medical profession must be seen to 
be doing something (Hibbert et al., 2003). To some extent, oncologists, surgeons or 
those referring to palliative care see the palliative care service as a source of practical 
help when there is ‘nothing more’ the oncologists and surgeons can achieve. An 
issue here for palliative care is that it is reliant on recognition by other specialties that 
there is ‘nothing more’ medically to be done for the patient. Again this raises issues 
around referral and the boundaries around specialisation.  
 
The rhetoric around palliative care as end-of-life care has its origins, not only in the 
evolution of palliative care, but also in the way in which palliative care is promoted. 
PCA (2005a) presents palliative care as being about death and dying albeit focused 
on quality care when living with a terminal condition. Research conducted by PCA 
(2012a) indicates almost two in three Australians believe death and dying is not 
discussed enough in the community and PCA used the research to shape the 2012 
PCA National Palliative Care Week campaign, ‘Let’s Chat about Dying’, designed to 
encourage people to talk about this topic. While it is acknowledged that open 
discussion on death and dying and end-of-life care planning is essential this does 
serve to reinforce the perception that palliative care is associated with near death.  
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Although palliative care incorporates end-of-life care, the definition of the concept 
has become more expansive where it is considered “applicable early in the course of 
illness, in conjunction with other therapies that are intended to prolong life” (WHO, 
2002). The imperative to involve palliative care earlier in an illness trajectory is 
reflected in an oncologist’s view of the disease trajectory for metastatic melanoma: 
Clearly once they reach metastatic stage, in other words it’s 
involving soft tissue, organs distant from the primary site or a 
critical organ such as the brain or the lungs or liver, there's an 
absolute indication to involve palliative care because even with the 
new generation of molecular targeting agents which do or may add 
a few months to patient's lives they still ultimately will succumb to 
the disease and the earlier one can involve the appropriate 
professionals the better. NPCHP01 
 
On a daily basis oncologists interact with patients who may benefit from a referral to 
palliative care and indeed there is an opportunity for earlier referral. As such, 
oncologists have a significant role in shaping the meaning of palliative care and yet 
they continue to associate this specialty with end-of-life care.  
 
The concept of involvement of palliative care earlier in the disease trajectory raises a 
number of interesting issues around organisation of care and referral to palliative 
care that are addressed in the following chapter. 
 
5.2.3 Focusing on quality of life 
The concept of quality of life requires exploration, as it is a concept that permeates 
palliative care literature and definitions of palliative care. It has been suggested that 
the concept of quality of life can be traced back to the 1960s and the early hospice 
philosophy as espoused by Dame Cicely Saunders: 
!120 Chapter 5: Constructing Palliative Care 
You matter because you are you, and you matter until the last 
moment of your life. We will do all we can, not only to help you die 
peacefully, but also to live until you die. (Saunders, 2004, p. xix) 
Quality of life is central to the WHO definition that refers to palliative care as “an 
approach that improves the quality of life of patients and their families” (WHO, 
2002, p. 1). There is almost universal agreement among palliative care services in 
Europe that quality of life is an important moral component of palliative care and 
may be regarded as “an absolutely explicit goal of palliative care” (Clark et al., 2002, 
p. 55). In keeping with this focus, quality of life is also prominent in the Palliative 
Care Australia definition (PCA, 2005b):  
Palliative care is care provided for people of all ages who have a 
life limiting illness, with little or no prospect of cure, and for whom 
the primary treatment goal is quality of life. 
 
These definitions highlight quality of life as a central goal of palliative care. If 
patients, family caregivers, healthcare professionals and the community are to have 
some shared understanding of the philosophy and aims of palliative care then a clear 
and shared concept of quality of life appears important. Quality of life has, however, 
only relatively recently made an appearance in the healthcare environment. In 1972, 
there were no publications identified by PubMed under the ‘quality of life’ topic 
heading. By 2005, a total of 5,345 articles were identifiable in PubMed under this 
heading (Kaplan & Ries, 2007). The number of articles listed under the quality of life 
keyword has continued to increase exponentially in the past decade. 
 
Quality of life is often applied as a broad concept or generic label to describe a 
variety of physical and psychosocial variables such as functional status, life 
satisfaction, well-being, value of life, happiness and behaviour (Carr, Gibson & 
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Robinson, 2001; Kaasa & Loge, 2003; Moons, Budts & De Geest, 2006; Simko, 
1999). Definitions range from those with a holistic emphasis on the physical 
wellbeing of patients after treatment, to others that describe the impact of a person’s 
health on their ability to lead a fulfilling life (Cohen, Mount & MacDonald, 1996; 
Felce & Perry, 1995; Greer, 1984; Moons et al., 2006). Furthermore, a good quality 
of life has been considered to be present when the hopes of an individual are matched 
and fulfilled by experience (Calman, 1984; Carr et al., 2001).  
 
At the patient level, in the research context, palliative care was constructed as a focus 
on quality of life. This was particularly evident in interviews with health 
professionals, patients and family caregivers. One caregiver referred to the 
relationship between palliative care and quality of life although did not know what 
this might involve: 
I guess my understanding of palliative care is that they are more 
about supporting quality of life and I don’t know if that does entail 
more than medications and things like that. CPHQ04  
A patient understood palliative care to be about quality of life and expressed the 
desire to not extend life if symptoms were not well managed: 
There has been research and the doctor mentioned it yesterday, that 
it shows that people who get in touch with palliative care fairly 
quickly have better quality at the end of their life and in some cases, 
it actually extended their lives, but that is not the aim of the object, 
no one wants to go through extending the pain. I don’t want to 
extend the pain; I just want to make sure that whatever they are 
doing is the right thing. PPHQ07 
A palliative care nurse saw her role as a facilitator of patients’ improvement of 
quality of life:  
What we're doing is trying to improve their quality of life and the 
way we do that would be by first of all getting the physical 
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symptoms under control or stabilised … and then we can look at the 
emotional and psychological effects. PCHP11 
To some extent this implies quality of life is first about stabilising physical 
symptoms and others have deemed it important to control physical pain before 
psychosocial and spiritual issues are addressed (Bestall et al., 2004; Kaasa, 2001; 
McNamara, 2004). 
 
Yet, a palliative care health professional perceived somewhat differently the focus of 
quality of life as contrasted with a philosophy of treatment and cure: 
So it's all about quality, we focus on living and life. We're trying to 
adjust the goals or the hopes for patients, trying to focus on the 
living and every day being a good day or as many days as possible 
being a good day, rather than focusing on the end date, which is 
what people often do when they've just been given the diagnosis, 
"there's nothing more we can do". We try to always say, "there is 
always something we can do", rather than taking away that hope 
altogether. So a lot of it is reframing thought processes. PCHP11 
Other palliative care health professionals reinforced this view: 
So my role is to basically make an assessment of the patient, find 
out what their goals are in terms of their care, where they'd like to 
be, if they'd like to die at home and help them basically to die where 
they want to die and manage their symptoms as well and also to 
maximise quality of life. PCHP09 
 
Despite the increasing interest in quality of life an inherent problem is how it is 
defined and by whom. Although a positivist approach would suggest that quality of 
life is measurable and defined by external and validated tools, quality of life is not 
purely a matter of objective truth. On the contrary, quality of life is constructed 
within particular social contexts and is negotiated and formed in an ongoing 
interpretive process of interaction with others over a period of time (Blumer, 1969a). 
People are not merely bystanders but rather they are active participants in the 
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construction of meaning and thus patients, family caregivers and health professionals 
bring socially contextual meanings to quality of life.  
 
Hence, despite the widespread use of the term quality of life, no precise and 
generally accepted definition exists. The absence and impossibility of a uniform 
definition makes quality of life an ambiguous concept. Furthermore quality of life is 
more than a medical goal as it is impacted by factors outside the control of the 
healthcare team such as wealth and poverty, age, gender, social class, locality and 
access to health services (Clark et al., 2002; Randall & Downie, 2006). This is why it 
is often argued that healthcare professionals should concentrate on health related 
quality of life. To this end methods for assessment of aspects of life directly 
influenced by health, and instruments and tools to measure health related quality of 
life have been developed (Randall & Downie, 2006). Despite the evolution of 
measurement tools, in the absence of a common definition the evaluation and 
comparison of strategies impacting on quality of life is limited.  
 
In the specific context of palliative care quality of life is problematic because it has 
particular meanings for various groups in different circumstances. Health 
professionals use the concept in different ways consistent with their areas of 
expertise and interests. For example, as a result of training and socialisation within 
the health system, the medical model shapes oncologists. The management of quality 
of life for those professionals is constructed in terms of maintaining hope through 
ongoing treatments with chemotherapy and radiation. By contrast, palliative care 
health professionals have a view that incorporates comfort in all aspects of people’s 
lives so for them quality of life is sustained or improved within this context.  
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Since quality of life has various meanings and from a patient perspective changes 
during the illness trajectory there is no shared and coherent concept of quality of life. 
The use of individualistic or social perspectives and the range of applicable 
theoretical models or academic orientations add to the variability of operational 
definitions of quality of life (J. C. de Haes & van Knippenberg, 1985; Felce & Perry, 
1995). Consequently quality of life depends on many incommensurable factors. It is 
not possible to construct a coherent account of quality of life from everyday notions 
of what it means and as such “attempts to measure it are bound to fail” (Randall & 
Downie, 2006, p. 48).  
 
Nonetheless, quality of life is often inserted into conversations when decisions 
concerning the initiation or continuation of life-prolonging treatments are considered. 
Health professionals and patients alike consider judgments about a patient’s quality 
of life as relevant in considering whether a treatment should be offered or accepted. 
But the confusion and ambiguity around the concept outlined above makes for a poor 
foundation on which to base decisions regarding future treatment (Randall & 
Downie, 2006). Alternatively, in place of a judgment about the patient’s global 
quality of life, consideration of a balance between benefit and harm may provide a 
sound basis for such decisions (Randall & Downie, 2006). A patient participant 
depicted the need to weigh up the benefit versus the harm: 
Without treatment, … he (medical specialist) said well in 6 months 
you’ll be dead, in 3 months you’ll be a quadriplegic, so that’s worth 
going for the treatment on my spine, so I suppose all the way 
through this we do the equations, so what if I don’t, what if I do, all 
decisions we make are based on that. PMPG07 
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As such, in place of a patient’s global quality of life as a goal of palliative care, the 
provision of information for patients to determine the possible impact of treatment on 
symptoms and function is considered a worthwhile goal (Randall & Downie, 2006). 
This gives focus to the importance of palliative care health professional awareness of 
patients’ goals and values and where possible support to achieve those goals. In this 
situation a patient sets the agenda and to some extent hope, which is a flexible 
construct and not necessarily tied to survival, may be restored or enhanced (T.C. 
Campbell et al., 2010; Twycross, 2002).  
 
The above illustrates that quality of life is a recognised feature of palliative care. It is 
an important aspirational goal of care. However, the term continues to be used in an 
unreflective, unarticulated and undefined way and, as such, forms part of the rhetoric 
of palliative care (Wilson, 2009). Discussions with patients concerning benefits and 
risk could better articulate and define treatments that impact on quality of care. 
 
5.3 MAKING SENSE OF PALLIATIVE CARE 
While patient participants described palliative care as physical symptom 
management, focusing on quality of life or managing the end of life, they were 
uncertain about the overall scope of palliative care. As one participant noted: 
They have been helping with my pain that is probably their main 
focus when they see me each time. But I don’t know what else they 
do, not really sure, I haven’t really delved into it. PPHQ05 
Another participant highlighted the lack of clarity around the position of palliative 
care in the disease trajectory: 
You don’t want to be needing them when you are on death’s door, 
so how early is too early to meet palliative care? So it’s a hard 
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thing to try to balance or, like you don’t want to scare people, but 
you don’t want them to find out too late either. CMPG03 
 
Lack of clarity in defining palliative care and in understanding the parameters of the 
role occurred not only in the patient population but was also the case for health 
professionals. As discussed above, non-palliative care health professionals situate 
palliation as end-of-life care. This in part reflects the origins of palliative care in the 
modern hospice movement that was established in response to the ‘neglect’ of 
terminally ill hospitalised patients. Hospices focused on improving end-of-life care 
for patients, usually with a diagnosis of advanced cancer, by facilitating comfort and 
dignity as death approached. The WHO formally defined palliative care for the first 
time in 1990 as the “active total care of patients whose disease is not responsive to 
curative treatment” (WHO, 1990, p. 11). The definition suggested that palliative care 
was appropriate when all other curative treatments had failed. The focus on issues for 
patients who are facing death set palliative care and palliative medicine apart from 
general medicine (Brooksbank, 2009).  
 
In 2002, the WHO altered its definition of palliative care to emphasise the 
importance of early and active intervention in combination or integrated with 
ongoing cancer treatments. As a consequence, palliative care became more expansive 
in its goals and in so doing sought to shift its influence to an earlier point in the 
illness trajectory (Clark, 2007). The shifts in definitions and boundaries have seen 
palliative care increasingly struggle to construct and negotiate a space as it continues 
to seek integration into the healthcare system. It is significant that no other area of 
health care seems to have gone to the same lengths to define its role and boundaries 
as palliative care (Cairns, 2001). 
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The goal of integrated care manifests as rhetoric to some extent because palliative 
care is situated apart from other areas of care. It is constructed as distinct from cure 
and is positioned as the management strategy when no other medical treatment is 
considered appropriate. In this way palliative care is defined by difference from other 
specialties rather than by what is shared. As a result boundaries continue to be 
negotiated as palliative care seeks to define its parameters and develop an area of 
expert knowledge. 
 
5.4 CLARIFYING THE TERMINOLOGY 
In addition to the above, there is also considerable ambiguity around distinctions 
between palliative care, palliative medicine and a palliative approach. Palliative care 
as defined by WHO (2002) encompasses a wide and interdisciplinary field of 
practice. Within this realm falls the medical specialty of palliative medicine, defined 
as “the study and management of patients with active, progressive, far-advanced 
disease for whom the prognosis is limited and the focus of care is quality of life” 
(Doyle, 1993, p. 253). The Oxford Textbook of Palliative Medicine (Doyle, Hanks, 
& MacDonald, 1998) highlights the distinction whereby palliative medicine is 
defined as “the medical specialty practiced by doctors” and palliative care as “the 
care offered by a team of doctors, nurses, therapists, social workers, clergy and 
volunteers” (p. 3). While palliative care is defined as total care including physical, 
psychological and spiritual care (WHO, 2002), palliative medicine is considered a 
specific part of the overall strategy for achieving this goal.  
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The distinction between palliative medicine and palliative care was formalised with 
the recognition of palliative medicine as a medical specialty beginning in the UK in 
1987, in Australia in 2005, and more recently in 2013 in Canada (Association for 
Palliative Medicine of Great Britain and Ireland, 2014; Canadian Society of 
Palliative Care Physicians, 2013; Cairns, 2007). 
 
The skills and knowledge applied within the primary care context are often referred 
to as a ‘palliative approach’. This approach is built on the basic principles of 
palliative care that are adapted to recognise and reflect the different levels of 
experience and resources of the various primary care providers working with patients 
who have been diagnosed with a life limiting illness (PCA, 2005a). Primary care 
providers in this context are typically general practitioners, community and hospital 
based doctors, nurses and allied health staff, and staff of residential aged care 
facilities whose work is not primarily palliative care focused (PCA, 2005a). Also 
included are other specialist services and staff, including oncologists, renal, cardiac 
or respiratory physicians, and staff of acute care hospitals. While specialists in their 
own areas, these staff may provide ongoing support of patients with life limiting 
illness by incorporating a palliative approach in the care they provide. In this context 
they are regarded as the primary care service, with specialist palliative care services 
involved on an ‘as required’ basis only (PCA, 2005b).  
 
Palliative care was formerly associated with the management of patients with 
incurable malignant conditions. It is now recognised that all patients with any life-
threatening illness should receive palliative care as the acknowledged approach 
(WHO, 2002). This care does not always need to be provided by specialised 
! !
Chapter 5: Constructing Palliative Care 129 
physicians or teams (Shadd et al., 2013). From this perspective the demarcation of 
palliative care is problematic because on the one hand, it implies separation from 
other medical practices and on the other hand, the palliative approach is perceived as 
an integral part of all medical practice. 
 
Thus there remains a lack of clarity about what constitutes the scope of palliative 
medicine. While it has developed out of the hospice movement, there is an ongoing 
tension over the demarcation between palliative medicine and other medical 
specialties in the management of patients with terminal illnesses. It is difficult then to 
see palliative medicine as having claim to its own area of specialisation when the 
definition of palliative care refers to generic good medical care for any patient and is 
not restricted to the practice of palliative medicine (Field, 1994). As such, the scope 
of palliative medicine is obscure for both users of the system and those working 
within the system. Indeed, generalist palliative care providers2 have struggled to 
define palliative care and when they did so many spoke of specialist palliative care 
services rather than a philosophy and practice of care that was in any way integral to 
their own practice (Gott, Seymour, Ingleton, Gardiner, & Bellamy, 2012).  
 
Furthermore, not everyone with a life limiting illness requires the same type of 
access to specialist palliative care services during the course of the illness. Many 
have their needs adequately met though existing and ongoing relationships with 
primary care providers. Specialist palliative care services may be accessed when 
aspects of the patients’ or families’ needs are complex and are not able to be met by 
!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!
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2!This!is!a!term!used!by!Gott!et!al.!(2012)!to!describe!those!health!professionals!“who!have!not!
received!accredited!levels!of!training!in!palliative!care!provision!and!are!thus!not!deemed!
‘specialists’,!but!who!routinely!provide!health!care!for!patients!at!the!end!of!their!lives.”!!
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the primary healthcare team. As such, when specialist care is needed it may be 
episodic rather than sustained care, with management reverting to the primary care 
provider when needs are resolved (Johnson et al., 2008). This issue presents 
palliative medicine with additional problems in articulating boundaries and scope of 
practice.  
 
Indeed, more recently palliative care specialists have argued against an expansion of 
their specialist services (Hibbert et al., 2003; Matlock, 2013). Rather, a strategic 
principle for palliative medicine has been educating other health professionals to 
adopt palliative care principles. This strategy counters the general view of orthodox 
medicine and the traditional basis for claiming professional status and authority 
(Hibbert et al., 2003). Palliative care specialists’ apparent, altruistic emphasis on 
sharing expertise to enable other health professionals to become skilled in palliative 
care subverts one of the foundations of professionalisation, which is a monopoly over 
a specific area of knowledge (Hibbert et al., 2003). 
 
5.5 MEDICALISING PALLIATIVE CARE 
Within the research context, palliative care specialists constructed palliative care 
differently from other medical specialties and yet because of the tradition of 
medicine, palliative care has the appearance of a specialty like all others. Historically 
palliative care has been marginalised and continues to be somewhat sidelined in 
mainstream health care. In many ways it does not have the influence of other medical 
specialties. However, palliative care is seeking a place within the medical world and 
this combined with the desire to integrate expertise into general medical care has 
Kearney (1992) concerned that palliative medicine “may be in the process of selling 
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our soul to the very medical model whose excesses have created the needs our 
specialty sets out to meet” (p. 41). 
 
Yet a counter view is that medical science is a critical component of palliative care 
evidenced by the successful role of drugs in alleviating pain and other symptoms in 
terminal illness. A belief in the merits of medical science and technical expertise 
establishes grounds upon which laypersons can accept the jurisdiction of palliative 
care. Additionally the medical model is convenient as it identifies discrete problems 
and issues that can be measured and audited compared with more abstract entities, 
for example the dignity of a single death (Ahmedzai, 1994). However, to some extent 
total care that incorporates the values of respect, compassion, empathy and non-
abandonment is overlooked as experts prioritise medical knowledge and view death 
as a process to be managed rather than a truth to be confronted (Bradshaw, 1996).  
 
While professionalisation of palliative care through accreditation and evaluation and 
through education, research and excellence in clinical practice has been a focus for 
some, for others translating the philosophy of palliative care into daily practice has 
become a personal challenge as it is filtered through a number of bureaucratic 
procedures (McNamara, 2001). In addition, technical expertise confers credibility 
and status but at the same time also serves to constrain involvement with the more 
challenging holistic agenda. Like Kearney (1992), others are concerned with the 
nature of change within the profession as palliative care has become more 
medicalised (Clark, 2002).  
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Within the research context the tendency to maintain an emphasis on potentially life 
prolonging treatments was evident. The ‘treat to death’ discourse was apparent 
across participant accounts and was articulated as embedded in a curative and disease 
focused healthcare system. A palliative care health professional referred to the 
difficulty in knowing when to cease active treatment for patients: 
I've seen people dying days after having chemotherapy, so there's 
never been a point where someone goes "no, look that's enough"; 
it's kind of a never ending "we'll try one more trial or one more 
treatment". PCHP09 
 
Western medicine is grounded in the medical model with a focus on pathological 
processes and the negative aspects of disease and illness rather than the positive 
dimensions of health (Ahmedzai, 1994). It is an approach that tends to prioritise 
scientific facts and technology with a distinct separation of disease from the person 
with disease. As a consequence the personal, relational and social aspects of an 
individual appear to be of less regard than the disease itself and are thus viewed as 
peripheral concerns (Beck, 2001; Nebel Pederson & Emmers-Sommer, 2012) 
 
While the practice of medicine has been successful in leading to discoveries that 
contribute to cures for an increasing number of illnesses.in the pursuit of cure, 
Kearney (1992) argued: 
Something was forgotten, something was left behind. That 
‘something’ found expression in the unrelieved suffering of the 
dying who increasingly discovered themselves to be unwanted 
anomalies in the system of high technology medicine, which had 
evolved in search of cure. (p. 40)  
The supremacy of the medical model has meant that the fundamental values, beliefs 
and goals of palliative care, as distinct from medicine, have become increasingly 
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medicalised with the result that palliative care may have lost its original intentions 
and practices (Clark et al., 2002; Hardy et al., 2008; James & Field, 1992; Kearney, 
1992; McNamara, 2001; Seymour, 1999). An increasing reliance on guideline-based 
practice has resulted in the routinisation and systematisation of palliative care that 
accord with the medical model (Floriani & Schramm, 2012). As such, a displacement 
of focus and practice towards more traditional medical conceptualisations of disease 
has seen the needs and legitimate wishes of patients who are nearing death put aside 
in favour of other aspects of care (James & Field, 1992). Yet, similarly, there is a risk 
that the introduction of palliative care earlier in the disease trajectory shifts the focus 
of attention away from death. Here the risk is that people may stop talking about and 
acknowledging the fact that an individual is going to die (Biswas, 1994). 
 
Porter (1997) suggests that healthcare professionals (notably doctors) regard patients 
as little more than biological machines with the relationship between professionals 
and patients being authoritarian and oppressive. The biomedical approach to care is 
linked to the rise of rationality as being at the core of modernity3 (Porter, 1997). 
Rationality has allowed development in technically efficient ways, but in doing so 
human values and the human spirit have become restricted. This was evident in the 
research environment where personal difficulties were reduced to technical problems 
with the result that care was experienced by patients as technically and physically 
focused. As a consequence a person’s lifeworld, which contains the background 
understandings and assumptions that allow sense making and provide direction for 
interactions with the outside world (Habermas, 1984) was neglected. 
!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!!
!
3!Weber!(1947)!referred!to!rationalisation!as!the!process!whereby!a!society!moves!from!a!traditional!
to!a!modern!state!by!abandoning!subjective!values!and!relationships!in!favour!of!more!objective!
ones.!
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As outlined above and demonstrated in the research context the practice of palliative 
care focuses on physical aspects of care such as pain management. A more general 
dimension of the management of the dying patient is the discussion around ‘do not 
resuscitate orders’. This may be of significance to health professionals in the hospital 
system but is of less concern to patients (L. L. Emanuel, Alpert, Baldwin & Emanuel, 
2000). Psychosocial and spiritual aspects of death and dying being less tangible and 
discrete are difficult to measure, assess and audit and are more likely to be neglected. 
Therefore, where the system world of health care with a biomedical discourse of 
rational and technical knowledge dominates, the lifeworld of the patient journey is 
neglected. 
 
5.6 CONCLUSION 
The analysis explored in this chapter gave focus to a lack of clarity around the 
meaning of palliative care in the acute setting. At the patient level palliative care is 
constructed as a focus on management of physical symptoms, managing issues at the 
end of life and improving quality of life. The construction of palliative care practice 
as a pre-defined management strategy that delivered care did not fit with the 
experience of participants. The different interpretations of the place and role of 
palliative care provide insight into the tensions and ambiguities that exist within this 
practice. As part of this trajectory palliative care has increasingly sought to absorb, 
albeit with a different function, into the medical model of care. The result of this 
dynamic is that the scope of palliative care has become unclear for both users of the 
system and those working within the system. The implications of what appears to be 
an inherent conflict within palliative care and for patients, carers and health 
professional are explored in the following chapter.  
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Let’s stop worrying about the meaning of ‘palliative care’, as 
this concern is all in the interest of growth anyway. It does not 
matter who does it or what you call it, as long as symptoms are 
relieved, treatments match patients’ goals, and freedom and 
dignity are supported (Daniel D. Matlock, 2013, p. 999). 
 
 
6.1 INTRODUCTION 
The quote from Matlock (2013) reflects the focus of the previous chapter that 
pointed to the theoretical and conceptual tensions that impinge upon the 
positioning of palliative care as it is constructed and negotiated by patients, 
family caregivers and health professionals. The quote provides an introduction to 
this chapter that explores the organisation of palliative care within the current 
health system. The chapter argues that an entrenched hierarchy of knowledge 
underpinned by specialisation creates tensions and difficulties for health 
professionals purportedly providing care in a team environment. Central to this 
chapter is the assertion that these tensions are unresolved and thus for patients 
and caregivers care remains fragmented.  
 
The chapter begins with the proposition that diverse bodies of knowledge 
underpinned by different philosophical views of health care create tensions that 
challenge the concept of teamwork. The impact of specialisation on teamwork is 
explored and the analysis then turns to the ways in which this manifests in the 
process of referral to palliative care. The overriding argument is that in an 
environment of specialisation and knowledge hierarchy instituting a team 
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approach to care for those with metastatic melanoma is a constant challenge and 
care is often fragmented. 
 
6.2 THEORY OF TEAMWORK 
The discourse of teamwork is a defining feature of the contemporary healthcare 
system (Finn, Learmonth, & Reedy, 2010; Griffiths, 1997). Teamwork has been 
portrayed as intrinsically good where efficient, safe and patient-centred outcomes 
can be achieved through improved integration of care (Australian Medical 
Council, 2014; Cancer Institute NSW, 2006; Finn, 2008; C. Taylor et al., 2010). 
In addition effective teamwork in cancer care provides the principal mechanism 
to ensure the expertise of each relevant discipline and professional group is 
brought together and thus teamwork has the potential to break down professional 
barriers and hierarchies (Haward et al., 2003). 
 
The rise of teamwork has been linked to both economic and ideological factors 
and has been portrayed as a response to increasing occupation specialisation 
(Griffiths, 1997). As such, teamwork has been portrayed as a way in which 
professional members negotiate the contradiction between specialisation and 
integration (Jonathon Potter & Wetherall, 1987). Yet, the meaning of ‘teamwork’ 
is an ambiguous concept and there is little empirical evidence on what effective 
teamwork might mean (Opie, 1997, 2000). Indeed, teamwork is better understood 
as socially constructed rather than an empirical reality and used as a discursive 
resource through which social actors pursue and construct their interests in ways 
that are legitimate and plausible (Finn, 2008; Jonathon Potter & Wetherall, 1987). 
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Thus in many settings in which it is applied the concept of ‘team’ manifests as 
“more a loose rubric than a detailed template for action” (Griffiths, 1997, p. 60).  
 
In recent decades the development of new roles in cancer care, including the 
medical specialties of oncology and palliative care, have created a division of 
labour in terms of complex tasks and expert knowledge. In this context, the 
complex needs of patients often do not respect the boundaries of medical 
specialties, but require a team of specialised health professionals. As noted in the 
previous chapter, definitions of palliative care refer to a team approach with a 
focus on the physical, psychosocial and spiritual aspects of care for patients with 
life-threatening illnesses (PCA, 2006; WHO, 2002). The assumption is that care 
cannot be provided by one professional discipline working in isolation, but rather, 
it requires a number of disciplines working together. Furthermore it spans several 
health professionals’ jurisdictions thereby adding another layer of complexity as 
multiple professions come together to provide patient services in the context of 
inter-professional collaboration. 
 
The Palliative Care Australia Standards (PCA, 2005b) provide the following 
definition of an interdisciplinary team (IDT): 
An interdisciplinary team is a team of healthcare providers who 
work together to develop and implement a plan of care. 
Membership varies depending on the services required to 
address the identified expectations and needs of the target 
population. An interdisciplinary team typically includes one or 
more physicians, nurses, social workers/psychologists, spiritual 
advisors, pharmacists, personal support workers, and volunteers. 
Other disciplines may also be part of the team. (p. 12) 
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The importance attributed to a team approach is evident in the emphasis on the 
MDT as a key component of cancer care and an IDT as an inherent feature of 
palliative care. For the purposes of this research, the distinction drawn by 
Haugen, Nauck and Caraceni (2010) is used to highlight the differences between 
the MDT and the IDT. Each MDT team member contributes expertise 
independent of other members with each having their own clearly defined place 
(Haugen, Nauck, & Caraceni, 2010). Here, although each professional provides 
information used in decision-making processes only one member takes 
responsibility for integrating this knowledge and making the final treatment 
decision. This contrasts with an IDT where a common decision-making process is 
agreed to by the team (Haugen et al., 2010).  
 
Teamwork, as noted by Firth-Cozens (1998), is perceived as: 
… a way to tackle the potential fragmentation of care; a means 
to widen skills; an essential part of the need to consider the 
complexity of modern care; and a way to generally improve 
quality for the patient (p. S3). 
Abramson and Rosenthal (1995) suggest that the combined expertise of team 
members will contribute to the breadth of vision, better decision making, 
formulation of an integrated care plan and more effective use of resources. 
Furthermore, the widespread assumption is that teamwork is characterised by 
consensus, collaboration and interdependency between disciplines and the 
concept of teams is now widely accepted as something inherently positive (Finn 
et al., 2010).  
 
However, working across discipline boundaries produces some discordance as 
different professional cultures and expertise are bridged and mobilised to 
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generate collaborative action (D'Amour, Ferrada-Videla, San Martin Rodriguez & 
Beaulieu, 2005; Solheim, McElmurry & Kim, 2007). Indeed, difficulties 
inevitably arise where a mix of structural, organisational, professional and 
individual factors impede performance and function (Reeves, Lewin, Espin, & 
Zwarenstein, 2010). Teams are also made up of individuals who have specific 
areas of expertise and knowledge, working practices and professional regulatory 
requirements (Cox & James, 2008). There are also inequities between 
occupations in terms of discipline and power (Opie, 1997).  Hence, collaboration 
does not happen automatically but requires recognition, understanding and effort 
with individual identities and interests overridden and aligned to those of the 
team (McIlfatrick, 2013).  
 
In the healthcare scenario teamwork is often played out in ways different to the 
standard evangelistic image that is depicted in much of the management and 
health policy literature (Finn et al., 2010). The legitimacy of the roles of medical 
professionals and the patient are challenged, as teams are dynamic, contextual 
and negotiated (Nugus, Greenfield, Travaglia, Westbrook, & Braithwaite, 2010). 
To understand the concepts of collaboration and teamwork and the potential 
impact on the patient experience, the following section explores issues around 
teamwork and negotiating disciplinary boundaries in the wider context of 
organising palliative care.  
 
!140 Chapter 6: Organising Palliative Care 
6.3 TEAMWORK IN PRACTICE 
6.3.1 Differing philosophies  
As noted earlier, Dame Cicely Saunders first formulated the philosophy of 
hospice and palliative care in the 1960s, but since that time there has been 
ongoing discussion and debate around the conceptualisation of palliative care. 
The original principles of hospice care have been inserted into mainstream health 
care with the development of the specialty of palliative medicine. Here exists a 
paradox whereby palliative care has been established as a distinct clinical entity 
and yet the emphasis on care rather than cure situates this entity at the margins of 
mainstream medicine.  
 
Despite occupying the margins of the mainstream, palliative care’s foundational 
element of care sits at the heart of all medical practice (Braude, 2012). This ideal, 
however, has become neglected in an acute disease model that focuses on 
diagnosis, definitive treatment and cure (Braude, 2012). While aggressive 
treatment and survival are given primacy, in many cases little or no attention is 
afforded the consequences of treatment, adverse events or treatment failure and 
end-of-life care and death are rarely addressed (Fishman, Ten Have, & Casarett, 
2010). 
 
In the following excerpt a palliative care health professional highlights the 
difficulty of working in a system that was cure focused: 
When I was working in medicine the thing that made me most 
anxious was not the acutely unwell patient, as I could probably 
stabilise them quite easily. What made me worry was the end-of-
life discussions and knowing that someone really is very sick 
and knowing when to stop. I could never quite make that 
decision. I'd never really been taught and also the culture in 
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medicine and oncology is to keep going no matter what, until 
the bitter end. I think that doctors just want to treat that problem 
they've got in front of them and give people a chance. It's very 
difficult because you just want to make people feel better and 
with treating them medically is that hope. PCHP05  
 
Construction of health care within a biomedical paradigm has long been 
addressed in the sociological and related literature (Conrad, 2005; Illich, 1995; 
James & Field, 1992; Rose, 2007; Zola, 1972). Indeed, the medicalisation of 
dying was one factor that gave impetus to the hospice movement. The philosophy 
and values of palliative care, in this research, conflicted with the biomedical 
approach. As the following excerpt from a palliative care health professional 
indicated there was a distinct difference in the approaches:  
We are involved in multi-disciplinary team meetings. Dr P 
(palliative care consultant) goes to them but even then you sort 
of feel a lot of the time we're just a lone voice and they don't 
really want to know, because it's all about active treatment. I 
think a lot of that practical stuff gets forgotten, you know the 
social stuff; they get the social worker to do that or the OT 
(occupational therapist) to do that. They separate it into their 
finite pieces and that's how we live now. So I guess it's very 
medicalised, it's a very medical model and I guess we (palliative 
care team) look at dying as being a very normal natural part of 
living and so we try to de-medicalise it. PCHP11  
 
As the above data indicate palliative care was perceived as distinct from other 
areas of care and positioned as a strategy to be called upon when no other 
medical treatment was considered appropriate. Hence, palliative care was set 
apart by both patients and health professionals. As a result, palliative care and 
disease-focused treatments were positioned as mutually exclusive. A palliative 
care health professional pointed to a separation of palliative care and oncology:  
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This is the classic kind of thing that you hear, "there's nothing 
more we can do for you. We're calling palliative care,” and so 
we're really seen as the departure lounge team. It's an old 
archaic view of palliative care as being a bit of morphine in the 
last 12 hours of life and maybe call the priest. PCHP06  
 
When palliative medicine received formal recognition as a medical specialty in 
the UK in 1987 it was perceived by many within the medical profession as having 
no status or legitimacy simply because it was not part of mainstream medicine. 
Institutionalising palliative care within the medical model and subjecting it to the 
institutional discipline of the traditional hospital system may have been part of a 
strategy deemed necessary and consciously desired to confer professional and 
social legitimacy to the specialty of palliative medicine (Clark & Seymour, 1999; 
Floriani & Schramm, 2012). But Floriani and Schramm (2012) move on to argue 
that with all the possible consequences of this process, the routinisation of 
palliative care and the charisma of the hospice model cannot necessarily be 
mutually exclusive. It would be naïve to expect palliative care to sit alongside the 
traditional healthcare system because there is always overlap. Both interact with 
each other and are exposed to the same external forces. As a result and in 
becoming mainstream the ideals of palliative care are constantly challenged by an 
inherent tension between the aspirations of palliative care and what is possible 
within the structural, cultural and scientific constraints of the healthcare system. 
 
Historically, hospitals were not constructed to address pain and suffering: rather, 
the focus was on the treatment of injuries and illness, curing disease and saving 
lives in the shortest time possible. Thus hospital culture has been shaped by 
‘usual’ care that is designed to reverse disease and restore health (von Gunten, 
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2004). Hence, the struggle for palliative care is to position itself within an 
organisational culture that often equates death with failure, sees withdrawal of 
treatment as giving up, is not comfortable with death and dying, and generally 
lacks knowledge about palliative care. Specialist palliative care clinicians debate 
oncologists on questions of whether, when and how treatment should shift from 
extending life to enhancing quality of life. Thus each group within an 
organisation may adopt a different view of what constitutes health, based on 
competing knowledge domains and different degrees of organisational power and 
status (Fox 1994). To gain an insight into how the differing philosophies impact 
patient care the discussion now turns to the concept of teamwork as it was 
practiced in the research setting. 
 
Multidisciplinary teams set up to manage patients in a cancer care setting may 
comprise radiation and medical oncologists, surgeons, oncology nurses, a 
palliative medical specialist, palliative nurses, and allied health staff including 
social workers. This was typical of the MDT that was the focus of this research. 
However, in the research environment a non-palliative care health professional 
portrayed a very medicalised approach to care when describing an MDT meeting 
with no acknowledgement of the presence of a palliative care physician:  
There is a radiation oncologist in the room, a couple of 
surgeons, a couple of medical oncologists, there’s a cancer care 
coordinator, all the registrars, a pathologist, a radiologist. So 
pathology is gone through, the radiology is gone through and 
then a treatment decision is made and I think there’s like 
physios and stuff, I’m not certain who the other people in the 
room are and then a treatment decision is made. NPCHP12  
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By contrast, the following excerpt from another non-palliative care health 
professional illustrates the perceived role of the palliative care physician in the 
MDT: 
…having palliative care involved may balance out some 
management that might be considered from clinicians who, 
although they have the patient’s best outcomes in mind, their 
outcomes are more cancer focused rather than totally patient 
focused. NPCHP13  
Participants were vocal in support of collaboration in the workplace. There was 
an emphasis on teamwork. However, this appeared largely as rhetoric because a 
functionally integrated team approach was not evident. There also appeared to be 
a lack of clarity over the composition of the MDT where views of the roles of 
members differed. Thus while the diversity within the MDT team was 
recognised, the reality of working together from a variety of perspectives was 
problematic. A palliative care health professional illustrated the perceived lack of 
cohesion within the MDT: 
I just think we need to work on the relationship between 
palliative care and oncology as well. We need to reframe that 
whole notion that we're on opposing teams. We should actually 
have the same goals in mind. We should all want best outcomes 
for our patients. I believe we do but I think we shouldn't be 
seeing each other as the enemy. We should be working together 
and trying to learn from each other. We do have a good 
relationship with a lot of the oncologists here but there are some 
that we never receive referrals from or we do in the very last 
few days of life and that can be very disheartening. PCHP06  
 
There was both a ‘team’ approach and recognition of different goals within the 
MDT. Fundamental issues around the goal of continued active treatment versus 
the goal of cessation of treatment were at the core of dissension within the team 
as noted by a palliative care health professional: 
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So (for a patient) being given this false hope makes it terribly 
hard for us to come and say "well no, we don't agree with that", 
"well who are you to say that, you're just this new team that's 
not giving me anything to give me hope. These doctors (surgeon 
and oncologist) are going to help me".  
So that is what I'm talking about, it’s very difficult, if different 
teams, if you're not on the same road we cannot be involved. We 
have to all be saying the same thing because if you've got two 
teams that are fighting and the patient's in the middle and 
particularly these patients that have five or six different teams, it 
makes it very hard for them to work out who to believe and who 
to trust. PCHP11 
 
These issues point to a tension between the disciplines of oncology and palliative 
care within the MDT. Although this is explained in part by the differences in 
philosophical underpinnings of the two disciplines, a further explanation is the 
increasingly fragmented and specialised focus of the division of labour within 
healthcare (Martin, Currie & Finn, 2009). Historically the system of professions 
has been developed and institutionalised with a set of hierarchical relations where 
each profession has a distinct role and fundamentally different professional 
interests (Finn et al., 2010). As a consequence, there may be disagreement and 
conflict that then impacts on team cohesion. Mutual interdependency in the 
cancer care setting, however, ensures that any tension is unlikely to be overt 
because it is asserted within the team that collaboration is essential in achieving 
outcomes. This is noted by a palliative care health professional: 
So it is a challenge and you've got to keep on everyone's side. 
You can't be seen as the enemy, you don't want to be seen as the 
enemy and a lot of the time I think, I don't know whether that's 
just our perception that sometimes we feel like that but I'm 
pretty sure we're fairly respected in what we can add, adding 
value to people's care but at the same time I think a lot of the 
teams feel that it's very simple what we do, they don't see the 
complexity of what palliative care really is and what it means 
for the family. PCHP11 
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This underlines the different philosophies and implies that the MDT consists of at 
least two separate teams with distinct goals of care for a patient who is both 
absent from the discussion and appears to have no input. Indeed, the absence of 
the patient perspective reflects a poor conceptualisation of the role of the patient 
and/or family in the collaborative process despite the fact that the patient is the 
ultimate justification for collaborative care (D'Amour et al., 2005).  
 
Habermas’s theory on colonisation of the lifeworld by the system in part explains 
how this occurs. From this perspective, the MDT appears as a subsystem of the 
organisation of health care that belongs to what Habermas refers to as ‘the 
system’ based on strategic actions often driven by motives such as power 
(Habermas, 1987). Strategic action related to treatment and cure dominates and 
provides the basis for actors’ actions (Habermas, 1987). To an extent the MDT 
promotes the strategic action of a system world, related to disease and medical 
facts rather than a lifeworld where communicative action is based on consensual 
coordination among individuals (Habermas, 1987). 
 
Despite these potential shortcomings, teamwork is seen as an integral part of 
health care. This is particularly relevant in the context of cancer and palliative 
care where there is an increased emphasis on the need for integrated services 
across professional and organisational boundaries. Teamwork is conceived as the 
key to the delivery of quality and patient-centred care where a dichotomy exists 
for healthcare teams between the need for integration and the specialisation of 
occupational groups within a professional division of labour (Finn, 2014). To 
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understand the positioning of teamwork in health care, the discussion now turns 
to the concept of professionalism.  
 
6.3.2 Professionalism and specialist knowledge 
Theories around professionalisation explain how an occupation becomes formally 
recognised as a profession with apparent status, power and authority. In 
Freidson’s (1988) terms, professionalism is a socially constructed concept in 
labour market organisation where members of occupations, rather than consumers 
or managers, control work. Thus professionalism is said to exist when an 
organised occupational group gains the power to determine the credentials and 
training within a formal body of knowledge needed to perform certain activities 
and in so doing is able to prevent others from performing those activities (Brint, 
1993; Freidson, 1988). Furthermore, a professional is depicted as a legitimate 
intermediary between a body of expert knowledge and a community that requires 
the knowledge to solve a problem (Abbott, 1988; Freidson, 1988). 
 
Employment in health care differs from other industries for two reasons: one is 
the importance assumed by professions and the other is the unique power 
attributed to the medical profession (Tousijn, 2006). In contrast to consumer or 
managerial control where free markets and rational-legal bureaucracies 
traditionally dominate, professionalism represents occupational control (Freidson 
1988). The tight control by the medical profession over labour markets supports 
its power and privilege and ultimately enables this sector to maintain control over 
other occupations within health care (Brint, 1993; Freidson, 1988).  
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Since the 1960s and 1970s there has been considerable debate on medicine as a 
profession with some suggesting that the rise of medical consumerism has led to 
deprofessionalisation (Haug, 1973; 1988). Essentially the argument is that 
professions are losing their position of trust and prestige. Haug (1973) argued that 
in the past there were a number of factors that allowed professionals to secure 
their position. These included a monopoly over a body of knowledge that was 
relatively inaccessible to lay people, the power to govern themselves and to set 
their own rules in relation to what constituted satisfactory work, and a positive 
public image that stressed altruistic rather than self-serving motives. However, 
Haug (1973) went on to argue that professions had lost their monopoly over 
specialised knowledge and as a consequence their prestige and authority had been 
eroded. Freidson (1984) pointed out, however, that while the average consumer 
has increasing access to and is able to better evaluate more specialised 
knowledge, the quantity and quality of any specialised knowledge has also 
expanded. As a consequence, while the increase in lay knowledge may challenge 
the traditional asymmetrical relationship with the expert/lay divide (Jadad & 
Gagliardi, 1998), new knowledge is constantly acquired that takes the place of 
what has been lost and thereby the knowledge gap is maintained (Freidson, 
1984). Professions therefore continue to possess a monopoly over some segments 
of knowledge.  
 
Others argue that the long-term trend for professionals to be employed rather than 
self-employed has led to proletarianisation or more recently corporatisation (Betz 
& O’Connell, 1983; McKinlay & Marceau, 2002). The loss of self-employed 
status by medical professionals has been equated with loss of control over the 
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economic terms and conditions of work (McKinlay & Marceau, 2002). However, 
as Freidson (1985) asserted, employment status, in and of itself, does not mean 
loss of economic independence and control over one’s work. Rather the threat is 
more the impact of bureaucracies that represent organisations governed by sets of 
written rules, meticulous records, specialised positions with carefully defined 
responsibilities and organised in a pyramidal hierarchy with supervisors 
coordinating and controlling the work of those below them (McKinlay & 
Stoeckle, 1988).  
 
Freidson (1985) moved on to propose that since members of professions routinely 
fill the supervisory, managerial and executive positions, ultimately there is little, 
if any, reduction in the control over professional (clinical) work by the profession 
itself. The counter argument is that although medical specialists can control their 
direct clinical status within the medical profession, their control of the knowledge 
base is being threatened with boundaries becoming blurred by the increasing 
ability of health organisations and lawyers to influence decision making (Allsop, 
2006). An example is the shift in health care to productivity and efficiencies now 
overseen by non-health professionals in the roles of business managers of 
organisations. Despite this shift, the dominant role in direct patient care and 
clinical decision making remains in the medical professional’s domain and, as 
such, has not been eroded. The salient role of medicine in clinical decision 
making is the focus of the discussion below. 
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6.3.3 Medical dominance 
Although the concept of professionalism is dynamic and changing, as noted 
above, the medical profession cannot be adequately described as in professional 
decline. Rather, it has responded to changing social circumstances and has 
successfully maintained a position of dominance. This has been secured by 
internal stratification where rank-and-file professionals deliver clinical services 
and where supervisory professionals, who may not be members of the medical 
profession, are accountable for the activity of workers (Freidson, 2001). The 
acquisition and control over a body of knowledge gained by long training, and 
organised and certified by professionally dominated institutions, thus continues to 
underpin medical dominance. As such, even in the context of organisational 
subordination, a monopoly on medical knowledge makes it difficult for others to 
usurp control (Freidson, 1994). 
 
The medical profession has continued to effectively use its organised power to 
control the production of new medical knowledge and those working with that 
knowledge. The power of this profession therefore manifests as a cultural 
authority derived from the value accorded to medical knowledge. Hence, the 
medical profession has dominated the creation of medical knowledge through 
research and the transmission of that knowledge through journals, education and 
training (Salter, 2001). With control comes power and the medical profession 
uses its considerable political influence to protect against any challenge to its 
dominance by restricting the occupational territory of other professions through 
legislation and through membership of registration boards that administer legal 
acts (Willis, 2006).  
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In practice, issues related to medical dominance are evident in health care where 
teams, and by extension, the management of professional boundaries within 
teams, become a problem (Bourgeault & Mulvale, 2006). The reality of medical 
dominance in inter-professional health teams is a source of frustration and 
resentment for many non-medical health professionals. An allied health 
professional described an MDT meeting where despite a commitment to a team 
approach the medical voice was dominant and non-medical voices were muted: 
They have the melanoma MDT meeting where all the doctors 
go: the surgeons, radiation oncologists, and medical 
oncologists. Our nurse also goes to that and what she says is 
that it's a very medical modelled meeting. So people like myself, 
and social work we don't go to it; we're not invited to it; it's a 
very medical based meeting. Occupational therapists have sort 
of made their way in a little bit but from what I can tell from 
speaking to my colleagues who have covered melanoma clinic, 
you're not allowed to speak.  
Researcher: Why do you think that is? 
Medical model I think. I guess it's that tradition, I don't agree 
with it. We have these multidisciplinary teams but at the end of 
the day the medical model is like an authority model, the 
doctors will tell you what needs to happen, when it needs to 
happen. I call it the doctors are god model, they dictate 
everything, whether it's right or wrong and I'm not saying, like 
this doctor who has a tendency to not refer to palliative care 
until very much down the track, very much cares for melanoma 
patients and if you spoke to those melanoma patients they 
wouldn't say anything bad about the doctor, they would rave 
about the care, but they don't know what the other care would've 
been like. NPCHP04  
A non-palliative medical specialist regarded collaboration and teamwork 
primarily as work with medical colleagues with no mention of nurses and allied 
health professionals: 
I feel strongly that patients who get managed through a 
multidisciplinary meeting like we have here get the best care. I 
think that when patients are managed by individuals in a 
different setting without the input from surgeons, medical 
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oncologists, radiation oncologists, palliative care physicians, if 
they don't have that input into the decision making it's going to 
be biased by everyone's pre-conceived ideas. NPCHP08  
 
Opie (1997) suggested that the dominance of medical discourse to the neglect of 
others such as nursing, gives rise to a team that is characterised by power and 
status considerations and the marginalisation of some areas of knowledge. A pre-
requisite for a functional interdisciplinary team to succeed is a spirit of openness, 
cooperation and respect between health professionals.  
 
The MDT was comprised of medical specialists working within the context of a 
highly technological clinical practice, where a review of blood tests and scans 
appeared to substitute for the doctor-patient relationship as evident in the 
following excerpt: 
There are a whole lot of consultants looking at all the scans and 
discussing the person in black and white images. It's not at the 
bed, it's not looking at any of the social issues, it's looking at 
what that person looks like under a CT and what their blood 
tests are showing. It's all clinical judgment. We (palliative care) 
call it "the end of the bed-ogram". We need to be looking at the 
end of the bed-ogram because nobody looks at that anymore. 
Everybody just looks at "oh yeah we could operate on that" or 
"yeah that would be receptive to this sort of chemo" or "we 
could try this" or "let's do this and let's do that" and these 
decisions are made about a person's life and future based on a 
CT image and a discussion, and I'm not taking anything from 
them. These people do a wonderful job but I'm not sure that 
that's the best way to make the decisions. PCHP11  
 
This suggests a culturally and organisationally sanctioned pattern of domination 
by medical professionals with a cure-focused philosophy. The contradiction is 
that while the hallmark of doctoring has been about cure, for those with 
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metastatic melanoma there is little or no prospect of cure. This provides an 
obvious space for medical professionals to work alongside other practitioners as 
part of a team. Yet, although it could be expected that medical dominance would 
diminish in an MDT caring for patients with metastatic melanoma, in the research 
context this was not the case.  
 
The above is supported in other research where there is evidence that the medical 
profession retains significant power and authority. A recent Australian study of 
influence in health policy concluded that medical expertise is a potent embedded 
resource connecting medical professionals through ties of association and thus 
making it difficult for health professionals from other areas with different 
knowledge and resources to be considered influential (Lewis, 2006). Within such 
a context, teamwork manifests as a resource through which medical professionals 
can assert their legitimacy and as such undermine the motivation and competence 
of other members along professional lines (Finn, 2008). In this way medical 
dominance is sustained as nurses and other non-medical members of the MDT are 
constrained in their ability to mobilise their positional interests. As such, even 
though medical dominance may have diminished since the ‘golden age’ of the 
1950s and 1960s, it persists into the contemporary era as a structurally embedded 
phenomenon that prevents models of care that may diminish medical power from 
succeeding (Bourgeault & Mulvale, 2006). The impact of this phenomenon is 
explored further in the following section. 
 
6.3.4 Specialisation and fragmented care 
Despite the rhetoric surrounding a team approach in cancer care, in the research 
setting, the discourse around palliative care and oncology served to create a moral 
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division of labour that worked to constitute memberships of a number of distinct 
groups. There was a constant tension as each group sought to claim a monopoly 
over an area of knowledge and this ensured that health professionals struggled to 
work as a cohesive team. The result was fragmented care as noted by a patient:  
There are the specialties of surgery, chemotherapy, oncologists 
and radiation oncologists, they all have their specialisation and 
they will go down a certain path and then they will refer you 
and then that will be the other person’s responsibility, but they 
overall don’t project-manage the case. CMPG04 
 
In a sense this is reinforced in the recognition of the management of melanoma as 
a continuum, whereby one medical specialty alone cannot deliver optimal care 
(Australian Cancer Network Melanoma Guidelines Revision Working Party, 
2008). Rather, health professionals assume different roles at various times during 
the disease trajectory. These roles may change at different points of care and as 
the roles shift there is an expectation that patients understand who is responsible 
for their care (Chantler, 2002; Wolff, 2009). Where this does not occur, patients 
and caregivers experience fragmentation and confusion as indicated by one 
patient participant: 
You get lots of numbers and it is how proactive you are, calling 
the right people at the right time and I guess you have been 
dealing with radiology, oncology and I do not know which 
doctor is my actual first point of call now. It seems like I was 
with the neurosurgeon and I don’t think I am ever going to see 
them again so then I went to another doctor, who was head of 
radiology and since I have finished that treatment I have not 
seen him and now I have gone onto the oncology/melanoma 
department and I’ve seen two doctors there, one I think is the 
head of the department and one who has dealt with me a lot 
more and they have been reasonably good but still you just 
don’t know. Is there another step like, am I just going to be 
palmed off to somebody else if this doesn’t work? I don’t know. 
PPHQ03 
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A caregiver noted a lack of coordination of care upon discharge from hospital and 
the subsequent confusion around where one should go next: 
Harry (pseudonym) recovered after surgery and then we were 
asked to leave hospital kind of thing. It’s funny isn’t it? You get 
asked to leave, like you’re going tomorrow, and “where do we 
go now?” is what I said. “So which doctor do we go back to” 
and it was “well you’re being cared for here for your surgical 
problem, not cancer.” So do we go back to the GP and he 
directs us somewhere else, what do we do, no idea. Harry said 
“I think we just have to go back to the GP and I suppose we 
have to go back to Dr K, because he was the melanoma doctor 
who sent us on the journey”; and I’m going, “who is doing the 
medications then, because the medication runs out every two 
weeks, being an opiate?” So we’ve been going back to the GP, 
and the other two doctors. We haven’t seen Dr K. We’ve been 
going to the hand therapist as well. CMPG08 
 
Further uncertainty existed around the role of the GP and the community 
palliative care team. A palliative care health professional clearly supported a team 
approach and the need to build a relationship with a patient over a period of time. 
However, system constraints impacted the ability of health professionals to do so 
as noted in the following excerpt: 
If we've got time we will just build up more of a relationship 
with them and just be there to support them and then respond 
appropriately or as things change so they know they can trust us 
and we're not just there for the end… Sometimes GPs have an 
active role. We do encourage GP’s to remain the primary care 
giver for medications and things, I think, with the patients that 
we have because the patients sometimes really find it difficult to 
get out and about to visit their GP and to sit in a waiting room 
when they are in pain or have symptoms makes the GP role 
quite limited. Some GPs do visit and do take an active role and 
that really helps because they are then another set of eyes that 
can keep an eye on the patient and monitor for any changes, 
whereas we can't really go out that often, we go out if there's a 
clinical need to see them. PCHP05 
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It has been argued that a GP is in a better position to manage patient care and that 
a palliative care physician should be called upon only if there is a clinical need to 
see the patient. This gives rise to a number of logistical issues for GPs in taking 
on this role, not the least of which is that GPs do less home visits than in the past 
(Joyce & Piterman, 2008) and are more itinerant and corporatised with long term 
relationships with patients becoming the exception rather than the norm. A more 
fundamental issue is the shift in the social organisation of palliative care that such 
a change would entail. 
 
Despite support from expert bodies for multidisciplinary care of melanoma 
patients (Australian Cancer Network Melanoma Guidelines Revision Working 
Party, 2008), a lack of coordinated care manifested, in the research, as confusion 
around provision of care and available services as a family caregiver indicated: 
On the whole, the doctors seemed to be quite good at doing 
what they need to do, but it’s been really hard for us because 
there does not seem to be one central person that has been 
John’s (patient pseudonym) main point of care or point of 
contact. He seems to be moving from one specialty to the other 
and no one really seems to, I guess, join all the dots for us and 
we seem a bit confused or not quite sure about who is providing 
what, and even what John has access to in the way of support 
services. CPHQ04 
 
In fact a patient points to the need for one to be proactive or to have a family 
member who is able to take on that role: 
What I found is they don’t even know who is next door (in the 
consulting suite) and they don’t know enough about what other 
colleagues are doing so you have got to find out yourself…. He 
(oncologist) is virtually concentrating on his own thing and I am 
trying to get the GP to communicate with the pain doctor and 
the oncologist, because certain things he needs to check…. but 
they just can’t at the moment, they are just working as 
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individuals. I need a project manager, I say it to them, I laugh, 
and it never happens…. and probably my support system is 
helping me and my husband, because early on, I could not have 
done anything for myself with pain, I was just too busy coping 
with pain, lack of sleep and those types of things. PMPG05 
 
The issue here was that medical specialists focused on their own area of 
specialisation and anything that did not fit within that realm was referred to 
another specialist or at worst failed to be addressed. Too often when a number of 
health professionals were involved and each was responsible for an area of 
management, no one assumed overall responsibility for the coordination of care. 
Thus there was little in the way of a continuum as depicted in the following: 
Well I found it astounding that they didn’t realise that Harry 
(patient pseudonym) would have got lymphoedema so quickly. I 
would really have thought, see this is the problem, he wasn’t 
there as a melanoma patient, he was there as a surgical patient 
but he consistently said, I have no lymph nodes and that is why 
my arm is swollen and that is why I am in so much pain and I 
wonder if that could have been better communicated 
somewhere. They could join the dots to it. CMPG08 
 
Another participant referred to a difficulty encountered where there was lack of 
care coordination: 
I think it would help if there was perhaps one kind of contact 
point, once you have been diagnosed with having metastatic 
disease, whether it be palliative care, whether it be a social 
worker, I don’t know but someone who I guess can join all of 
the dots between the different specialties… and show you the 
path to different things you can access, at different points in 
time…. I don’t want to be too down on the hospital because the 
people we have dealt with have been helpful, they have been 
great, you know we have had a great rapport with everyone we 
have dealt with, everyone has been great in their own specialty, 
I think it has just been hard, working through the maze and 
joining the dots and knowing what is available. CPHQ04 
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It is widely recognised that delivering care in a coordinated and integrated 
manner improves the patient experience and minimises the likelihood of further 
distress while at the same time contributing to improved health outcomes and 
efficiency in delivering health services (Walsh et al., 2011; Yates, 2007; Young, 
Walsh, Butow, Solomon, & Shaw, 2011). This is of particular relevance in the 
context of metastatic melanoma where the trajectory of care is complex and 
requires a range of disciplines to work together across different settings and often 
over extended periods of time. In this environment there is a tendency for 
different professionals to work within the boundaries of their profession, thus 
accentuating the need for coordinated care. The following addresses issues 
around boundary negotiation. 
 
6.4 BOUNDARIES BETWEEN SPECIALTIES 
Symbolic interactionists have long argued that the division of labour is a process 
of social interaction (Abbott, 1988; Allen, 2001). Within health care a number of 
different professions operate as collective actors within a division of labour 
where strategies and boundary negotiation can create conflict (Freidson, 1985; 
Tousijn, 2006). As noted earlier, the medical profession has the ability to control 
medical knowledge through research, education and training and it is through the 
control of knowledge that boundaries are constructed. Furthermore, the ability for 
the medical profession to construct boundaries results from their control of the 
doctor-patient relationship, the creation of a system of licensing that allowed 
certain privileges including prescribing, admission to hospitals, ordering of tests 
and the ability to influence the ordering of care delivery (Freidson, 1988).  
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Boundaries are a means by which professions have come to distinguish 
themselves from others while the construction of boundaries is significant for the 
establishment and reproduction of professions (Fournier, 2000). It is also the case 
as Allen (2001) and Svensson (1996) argue that professional boundaries are not 
fixed, either by statute or by the professions themselves, but instead are socially 
constructed. Indeed, boundaries are constructed, maintained and negotiated 
through active work that includes the everyday actions and rhetoric of health 
professionals (Allen 2001; Hindmarsh & Pilnick, 2002). In other words, while 
legislators and governing bodies of professions can influence the positioning of 
boundaries, they remain locally determined and are in part negotiated (Allen, 
2001; Svensson, 1996). This means that boundaries are contingent upon the 
fragile and transient process of maintaining boundaries (Fournier, 2000). It is 
within this context that palliative care through the specialty of palliative medicine 
seeks professional status. The next section moves on to explore the process of 
positioning of expertise within the cancer care context. 
 
6.5 EXPERT POSITIONING IN PALLIATIVE CARE  
The following excerpt from a treating clinician situates palliative care at the point 
of a change in focus from cure to palliation. Yet there was little agreement on the 
point at which such a change should take place: 
If they don't have any symptoms, oncology will tend to hold on 
to them, but one of the problems with melanoma is you can go 
from being perfectly well to within two weeks being really sick. 
So it's not black and white and it's really grey. And palliative 
care have and quite rightly say, I saw this patient too late. 
NPCHP13  
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As such, palliative care was distinct from and separate to oncology. The medical 
oncologist had discrete knowledge relevant to the patient’s stage of disease 
progression and it was only when the oncologist determined it appropriate that 
the patient was ‘moved on’ to palliative care as two health professionals noted:  
A medical oncologist might have an asymptomatic patient with 
metastatic disease and they're treating the patient, rarely with 
curative intent, but they're treating the patient with intent on 
response to the melanoma, which may offer some increase in life 
span and then it becomes a value judgement about when is the 
time to engage the assistance of a palliative care team. 
NPCHP13  
Most of the time you're looking at these cases and you hear the 
case history and you see the scans and you go "well this person 
really should be referred to palliative care" but it's not up to you 
as a palliative care doctor, that's up to whoever the professional 
is who's managing the patient's case as to when that happens. 
PCHP09  
 
Although the entrenched hierarchy of knowledge is underpinned by 
specialisation, the following excerpts highlighted a situation in a changing 
environment where new treatments were trialled and boundaries between 
specialisations were becoming more permeable: 
I think now it's become somewhat more fluid and a little bit 
more blurred based on all of the treatments that are now 
available for melanoma. NPCHP08  
Well I think you're doing the research project at a time when 
everything's evolving too. If you did this research project three 
years ago it probably would have been a lot easier. Right now 
we actually have treatments that we didn't have and we actually 
also have constant trials coming on board that we didn't have 
before. So it's interesting, it's an interesting time to be doing the 
research project you're doing, as management is evolving with 
the disease and working out how palliative care fits in when 
you're treating people with incurable disease and they're putting 
them on trials to look at response and survival as an end point 
and all that sort of stuff. NPCHP13  
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Boundaries between health occupations have become more fluid and less 
entrenched in recent times but still exist (Willis, 2006). In fact, boundaries are 
blurred as groups seek to attain similar goals on the basis of epistemologies and 
skills that are different from those viewed as legitimate within the organisational 
culture (Shuval & Mizrachi, 2004). For patients with incurable diseases where the 
focus is on ‘care’ rather than ‘cure’ the space of palliative care is one of 
questioning the dominance of the biomedical or curative approach. In a system, 
however, that is structured around socially sanctioned areas of expertise the 
pursuit by palliative medicine of a more substantive role in the care of patients 
represents a challenge to existing authority. This was most evident in the timing 
of the initiation of the referral to palliative care: 
The referral to palliative care is far from perfect because there 
are political issues involved in referring patients from one 
professional to another. I personally don't have a problem with 
it, but there are some other colleagues of mine who do have 
problems with that issue. There's also the notion I think still 
among many doctors that referring a patient to a palliative care 
physician is giving up on them. It's the end stage of the disease 
and nothing more active could be offered for them, which in 
some cases is true but in many cases I think the palliative care 
physician can play a very supportive role in assisting the 
treating physician with the management of symptoms. And a 
patient may be having chemotherapy or radiotherapy but has 
significant pain control issues and I think the appropriate 
people to deal with that are the palliative care physicians. 
NPCHP01 
  
The timing of a referral to palliative care is further impacted by a view that 
oncology and palliative care are two distinct entities as a palliative care health 
professional noted: 
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If people are here having active treatment or even palliative 
chemo, we are a bit reluctant to give out the after hours contact 
and get them connected to the community team. If they're still 
coming up here (hospital) all the time and are still really linked 
in with all those medical oncology appointments and 
interventions it can get complex for our community team, for 
our after hours people because it's hard to know how to guide 
someone when they're caught between the two worlds. PCHP06 
The above points to a reluctance to involve the specialty of palliative care in 
patient management and to the perception that hospital and community are 
discrete services.  
 
Palliative care health professionals expressed concern that patients were referred 
too late and oncologists maintained that referral could not occur earlier as patients 
were not ready. Patients are socialised into a system based on a hierarchy of 
knowledge where surgeons and oncologists are perceived as the most important 
professionals. Surgeons and oncologists situate palliative care as appropriate 
when there is nothing more to be done. It is not surprising patients tend to 
perceive palliative care in the same way. As such, a patient is an actor in the 
situation even if only acting to reinforce, rather than actively challenge the 
knowledge hierarchy. 
 
Professions do struggle to maintain control over work domains and scopes of 
practice in a field of competing groups (Abbott, 1988). Yet, where boundaries are 
more permeable this may reflect increased, rather than less, interprofessional 
tension. Traditionally medicine had an overwhelmingly powerful position where 
its dominance muted any challenge from outside the profession. With the 
appearance of more and more healthcare specialties, however, tensions around 
boundaries are exacerbated.  
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Oncologists do recognise the value of palliative care as a non-palliative health 
professional noted: 
I think palliative care is very good for symptoms we can’t 
manage because as oncologists we can prescribe supportive 
medication as well, so we can prescribe pain relieving 
medication, dexamethasone and things like that and I think 
they’re very good for supporting families through what is a 
difficult time both before and after, so it’s just a matter of when 
is the right time for them to be involved because I have to say I 
don’t think that the asymptomatic well patient particularly for 
the most part wants to meet them. NPCHP12 
 
While oncologists acknowledge the role of specialist palliative care there is no 
defined path for referral. It may be that oncologists have an expanded role as 
generalists providing a palliative approach. This adds to the difficulty in 
identifying where regular care ends and the role for specialist palliative care 
begins. Where an oncologist does not assume a palliative role the dilemma is to 
determine the point at which referral to specialist palliative care is appropriate. 
Locating the boundary between palliative medicine and the medical world and 
between palliative medicine and palliative care is the challenge. An apparent 
overlap of knowledge and skills combined with ambivalence around the role of 
palliative care gives rise to a complex process of negotiation. 
 
6.6 NEGOTIATING A POSITION 
The following reflects an oncologist’s perspective on engagement with palliative 
strategies in the care of patients: 
For melanoma, when they come to us for the most part it is 
palliative, palliative chemotherapy because people with stage 
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four melanoma are not curative so the majority are treated as 
palliative. We do have a small number of early stage trials that 
are coming through but the majority of our treatment is not 
curative. NPCHP12  
The integration of palliative care challenges the dominant ideology and practice 
where the emphasis is on curative treatments. The interdisciplinary nature of 
palliative care also contests the established hierarchy as the palliative care 
interdisciplinary team collaborates, communicates and delivers care in ways that 
transgress traditional system boundaries. As Quill and Abernethy (2013) suggest 
that the core elements of palliative care, such as basic symptom management and 
aligning treatment with a patient’s goals of care, should be routine and delivered 
by all medical practitioners. Yet herein lies a contradiction where palliative care 
is neither interdisciplinary nor a distinct specialty. This raises a question not only 
about the boundary between generalist and specialist palliative practice and when 
a palliative medicine specialist might take on care, but also the broader issue of 
the existence of the specialty of palliative medicine. 
  
Palliative care grew out of the hospice tradition where palliative treatment was 
only delivered at the end of life. Access to the hospice required patients to forgo 
curative treatment. In recent times, however, palliative care has been provided 
concurrently with treatments delivered with a curative intent throughout the 
disease process (Lutz, 2011). As a result, instead of functioning primarily as a 
parallel system distinct from hospitals, palliative care has become increasingly 
integrated into the contemporary health system in community, hospital and 
hospice care. 
 
! !
Chapter 6: Organising Palliative Care 165 
The WHO definition of palliative care states that palliative care “is applicable 
early in the course of illness, in conjunction with other therapies that are intended 
to prolong life, such as chemotherapy or radiation therapy” (WHO, 2002). 
Yet, if specialist palliative care were applicable early in the course of illness, the 
demand for such services would outstrip supply. As one health professional 
participant explained: 
If we referred everybody who had an incurable illness, because 
obviously the majority of our treatments are palliative…. there 
is no way that palliative care would be able to support that 
workload. NPCHP12  
 
Further, if those with specialist palliative care skills could take on all patients 
with palliative needs, primary care clinicians and other specialists may become 
deskilled. Symptom management and psychosocial support for those with life 
limiting illness would not be their responsibility. This could undermine existing 
therapeutic relationships and lead to further fragmentation of care (Quill & 
Abernethy, 2013). Hence, while palliative medicine aspires to the professional 
status of other medical specialisations there is an underlying tension where the 
philosophy of care that is fundamental to palliative medicine does not fit readily 
with a medical focus on treatment and cure. Referral to palliative care is also 
arbitrary and although ostensibly based on the needs of patients, it is essentially 
an oncologist’s decision. Care is thus removed from one specialist to another 
when a specialist has no other effective management strategies. 
 
Within the acute care context of melanoma, the boundary that exists between 
oncology and palliative care is thus blurred, and particularly where much of the 
oncology treatment for malignant melanoma is provided with a palliative rather 
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than curative intent. This highlights both the conceptual and practical overlap 
between oncology and palliative care and separateness of palliative care from 
everyday medical practice (Hibbert et al., 2003). Quarantining palliative care to 
the management of patients at this stage creates tension within a system that is 
purportedly providing an interdisciplinary approach to care. The resultant care 
that is provided in a formal and hierarchical system is most often suboptimal as 
illustrated below. 
 
6.7 TIMING AND REFERRAL 
Palliative care is a multidisciplinary field of practice and is a part of the 
management of many disease states and offers a range of treatments in the 
management of complex care needs. The consequences of competing knowledge 
bases however, were reflected in the research. There was no consensus between 
professional groups around the positioning of palliative care. A treating clinician 
points to the complexity of referral to palliative care: 
So I think referral to palliative care is based on not just the 
patient or their tumour characteristics, but on their treating 
physician and where they're being treated. It's a pretty complex 
number of issues that need to come together for that referral to 
take place. NPCH08  
 
Utilisation of palliative care is dependent on a number of factors including the 
timely identification of the need for palliative care, the availability of palliative 
care services, acknowledgment of the need for palliative care by the physician, 
patient and family; and ultimately the referral by the physician. There is no single 
clinical indicator or agreed upon time for referral of patients with a life limiting 
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illness to specialised palliative care services, and yet it is a referral dependent 
specialty (Tieman et al., 2009). 
 
The majority of investigations and treatments leading up to a terminal diagnosis 
are undertaken within acute care hospitals. It is normally in this setting that news 
about diagnosis is first communicated and referrals to palliative care are most 
often made. As such, acute care clinicians are the gatekeepers to palliative care 
and consider issues around end of life as the most difficult faced on the acute 
medical ward (McGrath & Henderson, 2008). As a result and although palliative 
care is positioned as an important phase in the disease trajectory, the treating 
team struggles with referral to the service. This is evident in the words of a 
treating clinician: 
Once it reaches the phase of palliative care any other role I 
have is supportive and typically when I have my own patients 
that reach that point it's not unusual for me to keep seeing the 
patients just as almost a social visit. It’s as if I cut ties with them 
the patient sees "well that's it. That's the end of it all". So it's not 
unusual for me to still see patients in that phase of their disease 
but it's more supportive and counselling. NPCHP13  
 
Elsewhere the same clinician identified the need for palliative care: 
Well any patient who clearly has an incurable disease and 
certainly where there's a defined time left, I think that palliative 
care is really important. It becomes even more important when 
the patients have symptoms from their metastatic disease 
because then it's a balance between offering treatment to the 
metastatic disease for the sake of treating the metastatic disease 
and may be a little bit of extra time versus the side effects of the 
treatment, for what benefit? And so I think having palliative 
care involved in all of that discussion and decision making is 
actually pretty important. NPCHP13 
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The focus towards the mastery and control of the disease process with ongoing 
treatment suggests an instrumental and technical orientation that is part of the 
‘system’ rather than the ‘lifeworld’. A conflict arises with a struggle between 
duty to treat and the need to alleviate suffering. More specifically the conflict 
surrounds where the ‘boundaries’ are to be drawn between the instrumental and 
technical system on the one hand and the communicative practices of everyday 
life on the other (Habermas, 1996). Saunders, the founder of the modern hospice 
movement, identified the interface between cure and palliation that actually 
enables patients to move in either direction between acute and palliative systems 
(Saunders, 1998).  
 
Managing the transition to palliative care is one of the most difficult 
communication tasks for health professionals. It becomes important that goals of 
treatment are clarified with patients so they understand that it is not a choice 
between life and death as one health professional noted: 
I think people given a choice feel like they're being given a 
choice between life and death. It's not a good death versus bad 
death, it's life equals pursuing treatments and saying yes to 
whatever's offered and dying is accepting palliative care. So it is 
a difficult transition for many people but more so young, 
otherwise fit, healthy people diagnosed with melanoma. 
PCHP09  
 
The path for metastatic melanoma does not follow a set trajectory. For each 
patient the journey may involve different pathways connected by biological 
underpinnings of local growth, distant spread and complications. At the same 
time, cancer treatment does not have a linear course from surgeon to oncologist to 
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palliative care physician; rather, each specialty contributes to the care of the 
patient at different times (Schwartzberg, 2010).  
 
In addressing the complexities around the positioning of palliative care a 
distinction has been drawn between a palliative approach that can be provided by 
all health professionals and palliative care that may include specialist palliative 
care providers. Thus, boundaries exist not only between palliative medicine and 
other medical specialties, but also between palliative medicine and a palliative 
approach to care. Hibbert et al. (2003) highlight the difficulty of identifying 
where regular care ends and palliative care begins, with this concept underscoring 
the separateness of palliative care from everyday medical practice. With a 
‘generalist’ role being actively promoted locating the expertise of palliative 
medicine and palliative care becomes problematic (Hibbert et al., 2003).  
 
6.7.1 Patient and family preparedness 
A patient with metastatic melanoma generally builds a relationship with an 
oncologist over a period of time. A move from this relationship may create 
difficulties for a patient particularly at a point where no further curative treatment 
is available. The clinical practice guidelines for the psychosocial care of adults 
with cancer highlight the importance of good communication to ensure the 
patient is aware a referral to palliative care does not imply discontinuation of 
active care or abandonment from the treating team (National Breast Cancer 
Centre, National Cancer Control Initiative, 2003). 
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For some, however, the association of palliative care with more serious 
progression of disease was evident: 
We were set up with a palliative care team, pretty much straight 
away, so I guess that was part of, I guess knowing early on, that 
something was going to happen. I am guessing they don’t do 
that type of thing unless it is that serious. PPHQ03 
Another carer participant spoke of the timing of referral to palliative care as a 
balance and highlighted the dilemma created by the different interpretations: 
You don’t want to be needing them when you are on death’s 
door, so how early is too early to meet palliative care. So it’s a 
hard thing to try and balance, you don’t want to scare people, 
but you don’t want them to find out too late either. CMPQ03  
A further participant suggested there is a benefit in being prepared and informed 
about palliative care before actually needing them: 
They said it is probably a good idea to just touch base with them 
and so you get familiar with them and you know basically they 
are there lined up when you do actually end up needing them. 
CPHQ04  
 
Although some patients and caregivers acknowledge the benefits of an early 
referral to palliative care, others see it as an indication of the unavailability of 
curative treatment, and others still associate palliative care with nearing the end 
of life. Managing the fears of patients and families related to end of life and the 
lack of patient psychological and emotional readiness may result in a delay in 
referral by health professionals (Ahmed et al., 2004). Decision making around the 
timing of referral to palliative care can involve conflict between hoped for 
outcomes and the reality of an advancing illness. 
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6.7.2 Health professional readiness 
As noted above, oncologists are the gatekeepers in the transition to palliative 
care. They tend to agree that early referral to palliative care is desirable but 
studies consistently show that despite guidelines and recommendations patients 
are referred late (Hannon & Zimmermann, 2013; Johnson et al., 2008; Wentlandt, 
et al., 2012). Most patients are referred within 30 to 60 days prior to death and 
with many in the last days of life (Wentlandt et al., 2012). This is evident with the 
referral of patients at a time of crisis: 
I think that part of it is they want to control their patient or they 
feel responsible for their patient and want to look after all their 
needs. I think sometimes there is a little bit of reluctance on the 
part of the medical oncologist to refer to palliative care because 
they still see the patient in active treatment even though they 
may be deteriorating and not managing well with the treatment 
and because of that will not refer them until crisis time. 
NPCHP08  
 
There are ideological, clinical, professional and practical issues that perpetuate 
the dichotomy between published guidelines supporting early palliative care 
referral and the reality of clinical practice (Hannon & Zimmerman, 2013). 
Referral to palliative care can offer patients the opportunity to define their goals 
and expectation for ongoing care, but these discussions may also mean 
confronting the limitations of medical treatment and the reality that life is finite 
(Wright et al., 2008). A systematic review of studies examining barriers to access 
to palliative care indicate a lack of knowledge among health professionals about 
palliative care, lack of standardised referral criteria and inadequate access to 
resources (Ahmed et al., 2004) 
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The perception that palliative care is end-of-life care may mean that cancer care 
is viewed as dichotomous ‘cure’ versus ‘care’. Health professionals may 
therefore perceive discussing end-of-life issues or referral to palliative care as an 
admission of failure to cure a patient’s cancer (Yabroff, Mandelblatt & Ingham, 
2004). A consequence is the reluctance on the part of oncologists to discuss 
advance care planning with their patients (Ramchandran & Von Roenn, 2013). 
Oncologists might delay discussion of prognosis and palliative care options until 
no further anti-cancer treatments are available (Keating et al., 2010). It may also 
be that oncologists delay end-of-life discussions because of a fear that raising the 
prospect of dying early on may reduce patient hope and cause more distress 
(Gordon & Daugherty, 2003; Howie & Peppercorn, 2013). However, studies have 
demonstrated that early end-of-life conversations are associated with significant 
benefits (Smith et al., 2010; Wright et al., 2008). In fact it has been determined 
that hope is not diminished, and that realistic discussion of prognosis early in the 
disease trajectory may allow for better understanding and increased awareness of 
the need for end-of-life planning (Howie & Peppercorn, 2013). 
 
Adding further complexity to the issue of referral to palliative care is the belief 
that palliative care is end-of-life care. A family member verbalised this as 
follows: 
They said, “look you know if you (caregiver) get sick of Ned 
(patient pseudonym) getting transfusions every fortnight, that is 
fine, we will take care of him. If he (patient) has any pain we 
can get a doctor to come and see you at home so you don’t have 
to come to the hospital”, and I was sitting there thinking, he is 
not going to give up. CMPG03 
A health professional also expressed this view: 
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I think that oncologists also have a perception about early 
referral is saying, "I give up". NPCH13 
It is suggested that in our successful endeavours to prevent untimely death, some 
patients and family caregivers confuse discussions of our mortality as losing hope 
or giving up (Carter & Wocial, 2012). Some health professionals might also hold 
this view. Conversely, it is argued that discussions around end-of-life issues and 
mortality offer patients the opportunity to define their goals and expectations for 
medical care resulting in refocusing hope, with less aggressive medical care near 
death and earlier referral to supportive services providing palliative care (Wright 
et al., 2008). 
 
6.7.3 Health system readiness 
Resistance to palliative care is inherent in the organisational culture (Rodriguez, 
Barnato & Arnold, 2007). This is evident in the following excerpt, which refers to 
the physical separation of the palliative care team from the oncology unit: 
So oncology is on the ground floor and second floor, it's all 
together and then the palliative care office is on the 5th floor 
tucked away from everybody and everything. I mean that in 
itself speaks volumes to me of the perception that palliative care 
owns that little office upstairs on the 5th floor away from 
everybody. It is nowhere near the oncology services where it 
would make a lot of sense to have palliative care working side 
by side with oncology, within the oncology department for 
example. Even if you had one consult room that palliative care 
was able to use to see patients in oncology. PCHP09 
 
The physical separation of palliative care from oncology, although unsatisfactory 
from a palliative care service perspective, might be appropriate for an oncology 
unit with a focus on clinical trials as implied in the following: 
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The nature of melanoma patients I've seen in the last couple of 
years is they're on these trials…. so the oncologist is the main 
person in charge. I'm not saying that they don't give a referral 
to palliative care but I just think not all of the oncologists but 
some of them really dig their heels in and don't refer as early as 
they could. I think that's just the culture. I don't know if it's 
because we work in a major tertiary hospital and it's a very 
medical model and we've got a lot of trials here. There's a lot of 
push for that kind of thing rather than, I've talked to colleagues 
who work more in smaller hospitals and I wonder if palliative 
care is more acceptable there. NPCHP04  
 
Oncologists are reluctant to relinquish any aspect of care even when treatment is 
described as palliative. This may in part be a result of the curative culture of the 
hospital environment and a result of a generalised discomfort with death and 
dying. It also reflects a deeply held mission of physicians to heal patients 
(Horowitz et al., 2014). Patients and families may also have inflated expectations 
about cure and survival from clinical trials. 
 
Comprehensive pain and symptom management and coordination and planning to 
address physical, emotional and spiritual aspects of care take time. Time is a 
relevant factor as noted in the following excerpts: 
They (oncologists) see themselves as physicians and that they 
can manage all of the patient's needs even though they're 
probably overworked … and probably can't really attend to 
those patient's specific needs because I guess a lot of palliative 
care is actually having the time to sit down with the patients and 
I certainly don't have that time to sit down with patients and I 
know the medical oncologists don't. NPCHP08 
Dr P (oncologist) has said to Dr N (palliative care consultant) 
"we haven't got time to talk about decisions, we just make 
them". They (oncologists) have not got time. They've got so 
many people coming through those clinics. PCHP11 
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In a complex organisational structure the most cost-effective way of utilising staff 
is to maximise their efficiency. The management of a patient requiring palliative 
care is a time consuming process where the skills and expertise of an oncologist 
may not be maximised. Referral to a palliative care physician who has the 
appropriate skills can provide a more effective use of an organisation’s workforce 
(PCA, 2012b). However, as the oncologist is the gatekeeper of the referral there 
is a clear conflict or tension arising due to the complex professional, cultural and 
social issues as discussed above in relation to the timing of the referral. As such 
organisational imperatives further impact the referral process. 
 
6.8 CONCLUSION 
Palliative care is a modern specialty that is seeking to define itself in terms of the 
healthcare continuum. Although palliative care is perceived as a specialty and 
part of a multi-disciplinary approach at an early stage in the care of a patient with 
terminal illness, there are impediments. An entrenched hierarchy of knowledge 
underpinned by first, specialisation and diverse bodies of knowledge; and second 
different philosophical views of health care; generate tensions that challenge the 
concept of teamwork.  
 
Although the benefits of working as a team are persuasively argued the hierarchy 
of care around metastatic melanoma positions palliative care as separate from 
curative treatment. As such, teamwork is constantly challenged and the expected 
seamless continuum of care through the disease trajectory does not exist. 
Decision making within this fragmented context is explored in the following 
chapter. 
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Chapter 7: Decision Making and Palliative 
Care 
The doctor-patient relationship is the primary foundation of all 
modern health care. It is where we start and ultimately where we 
finish. From its beginnings to the present day, health care has 
involved interaction between two kinds of people – one who seeks 
help and a consultant who is believed capable of helping (Freidson, 
1989, p. 3) 
 
7.1 INTRODUCTION 
The focus of this chapter is the process of decision making in the context of the 
doctor-patient relationship in the acute care setting of metastatic melanoma. To 
begin, the chapter addresses key issues in the decision-making process and the 
complexities of the doctor and patient encounter. The chapter then moves on to 
explore ways in which patients are situated in a healthcare system where medical 
professionals as experts provide patients with information about the disease, the 
prognosis and the treatment choices. Information transmitted as medical knowledge 
is often communicated in the form of statistics for life expectancy and disease 
trajectories, which is then combined with the specifics of treatments. The possibility 
of participating in clinical trials may also be offered. Despite the imperative to be a 
well-informed consumer, the complexity of the inherently arbitrary nature of medical 
information means that patient choices are constructed in a number of ways. 
 
The work of Habermas lends itself to a sociological analysis of the patterns of 
communication in the doctor and patient encounter. The doctor’s role in facilitating 
autonomous choice by a well-informed empowered patient with metastatic 
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melanoma through communicative action is compromised by the colonisation of the 
lifeworld and a complex range of options in treatments, clinical trials and palliative 
care. Ultimately as the disease progresses and options for curative treatments and 
clinical trials diminish, the focus moves towards end-of-life issues with decision-
making around patient centred goals. 
 
7.2 WORKING THROUGH THE MAZE 
A diagnosis of metastatic melanoma brings with it an abrupt departure from the 
predictable and familiar life journey of an individual. With such a diagnosis, an 
individual is confronted with a potentially life- threatening condition where future 
plans may be jeopardised. There is an expectation that the health system will invoke 
some certainty in negotiating the diagnosis and subsequent treatment options. 
Patients perceive clinicians as experts and thus assume that the medical system will 
provide answers. As one patient participant noted:  
It hit me really hard because I thought they would be able to cut 
things out. They said no, it’s beyond surgery, we can do a little bit 
of radiation and things, it will just get you by, and all that kind of 
stuff and I remember, yeah and obviously they do it all the time, but 
to me it was a massive thing, but to her (health professional) it 
wasn’t at all. It was just matter of fact. PPHQ01 
 
In one respect, establishing a diagnosis may eliminate uncertainty because questions 
surrounding the cause of symptoms have been answered. However, a new period of 
uncertainty begins with issues around prognosis, treatment protocols and the 
implications of - life threatening diagnosis. The prospect of actively negotiating the 
maze of an often-unfamiliar health system is challenging as reflected in the 
following: 
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They give you a list of numbers, like pamphlets and lots of things 
like that and information but it is still hard to know which person to 
call about what. PPHQ03 
Statistics are one way in which clinicians communicate prognoses to patients. A 
participant described the immediate impact of a diagnosis: 
You have got an awareness of your own mortality, more than you 
have when you are younger, but suddenly someone says the 
statistics to you. Those statistics were that there was a 50/50 chance 
of five to ten years, so to me that was absolutely devastating. 
PMPG06 
 
Within months of being given these statistics, the same participant had a 
conversation with the surgeon after receiving further negative results: 
So basically when I saw my surgeon he was very nice, upset for me, 
said that the statistics had changed and now there was a one in 
twenty chance of getting to five years. So again statistics are quite 
telling and create a framework in which you start seeing things. So 
it is like suddenly you are looking through a telescope the wrong 
way and things have narrowed down a lot. PMPG06 
 
The above reflects a situation where statistics are seen as part of an expert knowledge 
base and a framework through which the patient can navigate the disease trajectory. 
Yet the use of statistics as a probabilistic prediction of survival is fraught with 
uncertainty at an individual level. Statistics cannot give a definitive indication about 
what will happen to patients as individuals. They indicate only what happens to a 
certain percentage of people in a similar category. The individual does not know if 
she or he will be in the survival group or the non-survival group. Although statistics 
are grounded in science and carry status as expert knowledge, they do not diminish 
anxiety and frustration. The following participant wanted time frames, straight 
answers and doctors to be upfront:  
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Doctors are not willing to give you any information and I don’t 
think they know really. They seem to be happy to sprout statistics 
and things like that, but not to give you an actual answer. 
Sometimes it is frustrating. PPHQ03 
Hence, tension existed around prognoses. While more certainty and a time frame in 
which to plan and prepare for what may be ahead is pursued, there is an inherent 
contradiction. A struggle develops as a temporal prediction of survival facilitates 
planning while a focus on the time frame impacts on quality of life: 
I think in some ways I would like to know because then if there are 
things that John (pseudonym) wants to do we know not to put them 
off. But then in other ways I guess maybe it’s good not to know 
because you might dwell on it and expect it, I don’t know. CPHQ04 
 
The implications of a prognosis were actively negotiated and interpreted over time as 
participants worked to make sense of their situations. The limitations of both 
probabilistic and temporal predictions of survival became apparent as time 
progressed. An understanding of the limitations of statistics and time frames evolved 
as participants worked hard to adjust and accept the ever-changing trajectory: 
In the very start they said weeks to months then it was six to twelve 
months and I found that you know the first six months were hard 
like I was sort of, I guess you kind of struggle a little bit thinking no 
I’m going to make the most of it, like I had to keep going to enjoy 
this…. It certainly was not easy to start with, but I found once I got 
past that first twelve months, it was almost like okay we are on 
borrowed time now and it became easier. Sounds weird but I think 
because I did not have that time frame in my head, I don’t know, it 
just seemed to get easier. CPHQ02 
 
The desire for a time frame suggests that the focus of hope is on quantity rather than 
quality of life, at least in the early stages. Quality of life appears to become more of a 
focus as disease progresses and symptoms worsen, and where death is recognised as 
a very real possibility. The process of decision making within this trajectory is a 
! !
Chapter 7: Decision Making and Palliative Care 181 
complex social process influenced and constrained by many factors. Uncertain or 
absent benefits in terms of survival outcomes and quality of life are weighted against 
the possible side effects caused by the treatment regimens (H. de Haes & Koedoot, 
2003). While choices between health care interventions are sensitive to individual 
preferences, the science of medical decision making assumes that ‘good’ choices are 
made on a rational basis underpinned by a hierarchy of knowledge.  
 
7.3 KNOWLEDGE HIERARCHY 
The concept of evidence-based medicine, which appeared first in the 1970s, is 
grounded in a paradigm where research-derived evidence is incorporated into clinical 
decisions. From this perspective, care shifts from non-systematic, opinion-based 
decisions to care based on treatment regimens supported by systematic and explicit 
appraisal of research evidence within the context of an individual patient’s 
circumstances. Decisions are based on the biomedical hierarchy of evidence where, 
at the highest-level, systematic reviews of randomised controlled trials sit as the 
‘gold standard’ for judging whether a treatment does more good than harm. The 
hierarchy of evidence is viewed by the medical profession as crucial in rating the 
quality of clinical evidence and defines what constitutes ‘good’ knowledge and 
effectiveness to guide decision-making in the medical encounter (Broom & Tovey, 
2007). 
 
Prior to the introduction of evidence-based health care, clinical experience largely 
guided the choice of treatments in practice. Cochrane (1973) argued that this resulted 
in a subjective interpretation of treatment choices where individual doctors expressed 
differing views on the effectiveness of the same intervention. Cochrane’s answer was 
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to test treatments in randomised controlled trials where any differences in outcome 
would reflect objective differences between two treatments. Systematic reviews of 
the randomised controlled trials were thus constructed as the apex of a new hierarchy 
of knowledge. This was then translated into formalised tools, including clinical 
guidelines and protocols that became the basis for a rational model of therapy. The 
evidence-based approach allowed scientific knowledge to be applied in conjunction 
with, or in place of, clinical experience thus fulfilling a commitment to high 
standards of care for patients from well-informed doctors. Sackett, Rosenberg, Gray, 
Haynes, and Richardson (1996) defined evidence-based medicine as follows: 
Evidence based medicine is the conscientious, explicit, and 
judicious use of current best evidence in making decisions about the 
care of individual patients. The practice of evidence based medicine 
means integrating individual clinical expertise with the best 
available external clinical evidence from systematic research. (p. 
71) 
 
Armstrong (2002) and Greenhalgh (1999) argue that evidence-based health care 
restricts the autonomy of practitioners by suppressing the role of the ‘expert eye’ in 
medical work. Hence by its very nature, evidence-based medicine has the potential to 
obscure subjectivities and the social embeddedness of medical knowledge. Evidence-
based expert knowledge is judged more accurate and therefore considered more 
objective than the subjective knowledge of clinicians and laypersons. However, 
clinical judgment and the lifeworld experiences of laypersons are considered an 
integral part of decision-making in health care (Greenhalgh, 1999). Ultimately 
however, expert knowledge that is the domain of the medical profession gives 
legitimacy to the status of medical specialists. This is reflected in the following 
excerpt where a patient participant positioned members of the medical profession as 
the experts: 
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I just took on the chemotherapy treatment to be honest; I had to do 
it. I thought well I am just going to take it on. A lot of people said 
don’t because it will make you sicker than it will make you better, 
but I think with the family, I have got to do what the oncologist is 
telling me. I have a lot of faith in them. They were doing the very 
best for me I am sure. PPHQ01 
This positioning was reinforced by a health professional but in a different way:  
So there's been a paradigm shift in treating and dealing with people 
and discussing trials with them. So I think that we're also in an 
academic institution and we are all focused on a disease process, 
where there's not much treatment once you get beyond an 
operation, that if we can get somebody on a trial that's absolutely 
the best thing we could do for them and 90% of patients feel the 
same way. NPCHP13  
 
The medical professional is situated as the expert. Yet much of the information that 
is available from evidence-based research may not be directly applicable to an 
individual patient’s situation. Thus the information is open to interpretation and is 
therefore somewhat arbitrary. Here uncertainty is exacerbated and as the following 
excerpt from a medical professional illustrates, the medical profession is 
uncomfortable in the absence of certainty: 
Well until we know the answer, doctors shouldn't be giving statistics 
to patients because we can't group them that accurately at this 
stage so it's best to lay off the statistics because the patient only 
needs one thing, am I going to live or am I going to die. That's the 
only thing that matters. They can't deal with figures and I don't 
think it's fair to give patients figures. NPCHP01 
When this same health professional was asked how she or he would respond when a 
patient asks, “what are my chances of survival or how much time have I got left?” 
the health professional turned to statistics despite acknowledging that they are 
unreliable markers for individual patients: 
Well I never quote patients times. I will say to them if I have 100 
patients with your disease the chances are 50% of them will be 
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dead in five years. Now read into that what you like as a patient. 
And the patient will say, well either I'm in the right 50% or I'm in 
the wrong 50% and that's all that really matters because they don't 
know which group they are in.  
All they know is that our experience is that with 100 patients with 
Stage Three disease with such and such a characteristic, 50% will 
be dead in five years and that's all I can say to them because that's 
all the information I've got. I can't predict which 50% that patient is 
in because I don't have the ability to do so and that's all you can do 
and they can take a figure as they want. If they're optimistic they'll 
believe they're in the good 50%, if they're pessimistic they'll believe 
they're in the wrong one. NPCHP01 
 
Patient participants highlighted issues around the arbitrary nature of information 
related to disease prognosis and the frustration this creates: 
I see their point of view of not being able to give a definite answer, 
you know, they can only speak on statistics and what they have seen 
before so I guess in that way it is a little bit frustrating. I can sort of 
see you know, I guess with me it is when they said basically cash 
your super in and your life insurance, do what you want to do. To 
me that means you know I don’t have that long, so I guess once I 
found out it was an incurable brain secondary, I have pretty much 
known, that it is probably only about a year. PPHQ03 
And as another carer participant said: 
You cannot do anything about it and that is why you have to rely so 
much on what you are told by the doctors. But even they don’t tell 
you things. It is like beating your head against a brick wall. As 
much as it hurts they just need to be honest and just say well look, 
people in similar situations with similar diseases as you have these 
sorts of outcomes. They don’t have to be specific if they think they 
are going to be held responsible for something. They keep all their 
cards to their chest that is the hardest thing. It is like trying to 
break down a brick wall. I just want to know. I understand some 
people don’t and that is fine, but everyone is different and they need 
to find out what their patients want and for us, we wanted to know 
and if you can’t tell us, then what can we do to find out. CMPG03 
 
The above reflects a reliance on what is conceived as expert knowledge in fulfilling 
the need for certainty in the trajectory of disease progression and ultimately guidance 
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in decision making. Expert knowledge encourages a power differential where the 
advice of technical specialists or experts provides a compelling reason for its 
acceptance as others recognise they lack specialist knowledge and therefore have no 
basis for independent decision making (Scott, 2014). Expertise depends upon the 
successful assertion of a monopoly of technical knowledge within a specific area 
(Scott, 2014). As a consequence, specialist knowledge contributes to the differential 
status between a patient with a lay understanding of their situation and the 
professional assessment by a medical expert. The following section explores in part 
this relationship. 
 
7.4 DOCTOR AND PATIENT RELATIONSHIP 
7.4.1 Positioning the relationship 
Individuals construct an understanding of the social world through interactions with 
others and thus, human action is shaped through social interaction with an 
environment. As such patients construct meanings around their illnesses through 
experiences within their social environments, while physicians adopt a framework 
developed through their medical education and professional activities (Toombs, 
1987). The patient and physician bring different views to the same health issue and 
thus an understanding of the doctor-patient relationship is fundamental in 
conceptualising decision making in the medical encounter.  
 
The idealised vision of the doctor-patient relationship in the first half of the 20th 
century was one of a long-term relationship built on trust where the physician was 
part of the patient’s community. The increasing authority of the physician together 
with breakthroughs in medical technology gave physicians a role unlike other 
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professionals. They were highly regarded and seen as intermediaries “interpreting 
personal troubles in the abstract language of scientific knowledge” (Starr, 1982, 
p. 4). A seminal contribution by Parsons (1951) presented an idealised picture where 
physicians provided the best medical care they could while patients did everything in 
their control to recover. This was understood as an asymmetrical relationship 
between a doctor who was typically active and a patient who was typically passive. 
In recent times this was reinforced by evidence based medicine that provided a 
rational model of therapy within which patients theoretically received the best 
available treatment from a well-informed doctor (Armstrong, 2002). 
 
Within this earlier model, treatment decision making was fundamentally paternalistic 
with the medical profession assuming the dominant role. The underlying assumption 
was that for most illnesses a single best treatment existed to be identified by medical 
professionals with the requisite expert knowledge and clinical skills. Further, the 
paternalistic approach was embedded in a code of ethics that bound physicians to act 
in the best interests of their patients and in so doing served to reinforce the medical 
profession as experts who applied knowledge for the benefit of a passive patient 
(Charles, Whelan & Gafni, 1999; Roeland et al., 2014). 
 
The second half of the 20th century saw the emergence of criticism of the 
paternalistic encounter. At the same time improvements in medical technology 
increased the power imbalance between physicians and patients. The physician’s 
reliance on sophisticated diagnostic techniques and laboratory tests led to less 
reliance on patient reports of conditions and symptoms. Indeed, the lay construction 
of patient illness had the potential to diverge from expert professional opinion and 
the culturally authoritative constructions of doctors (Scambler & Britten, 2001). The 
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result of disparities in knowledge and therefore power was, as Freidson (1970) 
suggested, relationships that were not always harmonious. 
 
With the theoretical shift from paternalism to active patient, there was a presumed 
concomitant shift in the role of decision making from doctor to patient. Yet, at the 
same time, treatments for diseases such as cancer became more complex. Different 
treatments had a variety of side effects and decision making became more involved. 
Since the patient would bear the consequences of the treatment implemented, it was 
important that the patient’s preferences and values be included in treatment decision-
making. In the research context this was evident in one participant’s approach to 
decision-making: 
I am pretty happy to go with a lot of the recommendations of the 
doctors, except for some; but as long as it is not going to affect 
what I love doing, I normally go with the recommendation of the 
doctors. PHQ05 
 
Although this shift was further reinforced by the legal requirement of informed 
consent it may in fact be procedural only, where informed consent is a mechanistic 
process requiring a signed form rather than a process of real dialogue and shared 
decision-making (Silverman, 1996). In addition, the principle of informed consent 
assumes an asymmetry of knowledge where the patient is fully informed, as they 
know less. Indeed, informed consent implies giving consent to another’s proposal 
because that person has the knowledge to make such a proposal (Silverman, 1987).  
 
To some extent the concept of a fully informed patient is problematic. Often the 
knowledge and information a patient receives is fragmented. Specialisation focuses 
on discrete areas or functions rather than the whole person. In this scenario, 
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information is communicated to patients from a range of health professionals. The 
information may be inconsistent as suggested in the following:  
We had another doctor tell both of us weeks to months, both the 
weeks to months were N Hospital; yeah so Dr M is the one who said 
six to twelve months, yeah so I guess they just go by average or 
whatever. CPHQ02 
 
The inconsistency of information adds to the complexity of decision-making at the 
patient level. Indeed, the inherent nature of metastatic melanoma is such that it 
follows an unpredictable trajectory. There is no one pathway and as one health 
professional participant noted, even the doctors do not know what to expect: 
Even the doctors say melanoma is a different class of cancer to 
many of the others; it doesn’t behave normally. They don’t know 
what to expect either. PPHQ03  
Another participant pointed to the uncertainty associated with the unpredictable 
nature of melanoma: 
I think melanoma is different in the sense that it is so little 
understood and I think that adds to the sense of uncertainty about 
what’s going to happen. PMPG06 
 
It is generally acknowledged that treatment decision making is a difficult process for 
both patients and physicians (Brock & Wartman, 1990; Emanuel & Emanuel, 1992; 
Entwistle & Watt, 2006; Koedoot et al., 2001). The uncertainty that comes with a 
metastatic melanoma diagnosis adds to the complexity of decision making within the 
context of treatment and clinical trials. Traditionally, physicians have largely relied 
on their own judgments about patient needs for treatment, information and 
consultation; however, more recently medicine has been challenged by claims of the 
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rights of patients to make autonomous decisions (Beauchamp & Childress, 2009; 
Kukla, 2005; van Kleffens, van Baarsen & Van Leeuwen, 2004)  
 
7.4.2 Situating patient knowledge 
The context of medicine is changing where an information rich society readily 
provides a confusing array of competing and contradictory information (Giddens, 
1991). Control of information on health and illness is being ceded to new types of 
publicly available media and information systems (Bury, 2004). Coverage of the 
latest medical advances including the most recent research findings from medical 
journals are reported daily. Texts and references previously available only to 
physicians are now accessible by the public. While it is not known how the public 
digests such information it appears that the public may be better informed although 
also more aware of uncertainty and more skeptical of expert opinion (Mechanic, 
1996). This disrupts the traditional division of ‘expert’ versus ‘lay’ knowledge with 
consequences for the medical authority model where a linear, top down transmission 
of medical information from health professionals to patients occurred (Hallin, Brandt 
& Briggs, 2013).  
 
While patients are now able to access vast amounts of health information via the 
Internet, the value of the Internet may be its role in restoring some balance to the 
traditional imbalance in knowledge and power in doctor-patient relationships 
(Broom, 2005b). The assumption is that with access to high quality information on 
the Internet patients can be knowledgeable, or at least feel knowledgeable, about 
specific illnesses. While it is argued that this movement, however influential, implies 
somewhat less medical power than previously (Akerkar & Bichile, 2004; Coburn, 
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2006), it may also reflect a subtle change in the way in which the health behaviours 
of individuals are mediated. Information on the Internet is not neutral. It is 
constructed and decisions are made at some level about the content of information. 
Hence, while some suggest that the empowerment of patients is enhanced by the 
availability of Internet information, this may be an example of the subtlety of 
medical social control whereby the Internet is just another vehicle for exerting 
medical dominance over the patient (Nathenson, 2010).  
 
Indeed, it appears that despite increased access to information, there has been little 
change in the way in which patients engage with medical care. In this research, 
despite the availability of more information, patients felt incapable of understanding 
the complex and technical information needed to make decisions. Further, the 
knowledge that patients hold in relation to their lifeworlds is often not considered 
legitimate by the medical profession. Even if this was so, emotional, psychosocial 
and spiritual issues impact the ability of patients to process information. Patients also 
lack the medical expertise to differentiate between a reputable source of health 
information and other sites that may actually be deliberately seeking to obfuscate the 
issues to promote their own alternative treatments. Patients struggled to understand 
what they were reading and health information obtained from the Internet added 
another layer of complexity:  
I had tried looking on the Internet about things, but I just got so 
stressed. It is just really hard, the information is very technical 
about melanoma so it is really hard to find out and it is just the 
emotional reaction when you are seeing it; so despite the fact I am 
used to doing my job, I am used to reading a lot and doing a lot of 
research about things, the words would just swim in front of my 
eyes and I couldn’t grasp it. PMPG06 
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Thus, while patients have the ability to acquire knowledge and are exposed to an 
expanding pool of health information the actual roles and relationships between 
patients and doctors have changed little. Many patients still prefer to consult their 
doctors directly especially where information they obtain may be contradictory or 
confusing (Sarradon-Eck et al., 2012).  
 
Health professionals described interactions where they informed patients about the 
relevancy or otherwise of information:  
I mean everything has to fit in, so that's where I think the 
professional can sort of say, well okay you've read about this drug 
and this treatment somewhere overseas but I can tell you now these 
treatments are not evidence based or they are evidence based and 
this drug is available here or it's not available here, I can send you 
to a centre where I know they have this drug or this trial available. 
I think you act in the advisory capacity to help that patient decide 
which way they want to go. NPCHP01 
 
Participants referred to their reliance on and trust in the medical professional as they 
made decisions regarding treatment options: 
I have just been a bit of a stunned mullet… I guess the doctors 
obviously want to try and get as many people on their trials as well, 
whether they are in-house or trials that they may have from like the 
current one I am on is the drug trial from overseas. It is in certain 
hospitals all around the world and the A Hospital is the biggest one 
for it in Australia; so I guess I took a lot of their information on 
board and kind of thought they are professionals and hopefully they 
know what they are doing. If they offered it to me and it sounded 
quite good, I thought you know why not. PPHQ03  
 
A participant highlighted how one had to take control of whatever one could, as there 
was little control over treatment:  
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I think just live your life, live how you want to live for that time you 
are sick, you know that is the one thing that you can control is how 
you look at things and take control of how you want to be. You 
don’t have much other control over anything and sometimes you 
don’t have control of what treatment you have or you know it is all 
chosen for you. CPHQ06 
So while information was more diverse and accessible, limitations on choices and 
decision-making remained for those impacted by metastatic melanoma.  
 
7.4.3 Constructing the patient as consumer 
The shift from a paternalistic model of decision making to one of greater patient 
participation has seen the patient positioned as a consumer. Scholarship on the 
consumer metaphor in healthcare positions the physician-patient relationship as a 
market transaction with the appearance of the ‘expert’ patient and a heightened value 
placed on user choice (Greener, 2009; Lupton, 1997; Ziebland, Evans, & McPherson, 
2006). Nonetheless healthcare is, by its very nature, unpredictable and not just 
another commodity to be bought and sold in the market place.  
 
The participatory model argues that patients want to make informed choices around 
services they can trust, services that respond to their needs and services that offer 
timely and high quality care (Milburn, 2002). As evident in the current research, 
however, the impact of the consumer movement on the doctor-patient relationship is 
not overtly clear. Indeed, as Tousijn (2006) argues, evidence does not support the 
image of a reflexive or savvy patient striving for control of his or her illness. 
Furthermore, patients differ from ordinary consumers shopping for regular 
commodities, whereby patients do not decide what medical services they need but 
rather look to doctors to decide for them (Relman, 2009).  
 
! !
Chapter 7: Decision Making and Palliative Care 193 
There is considerable variability in the attitudes and behaviours of patients where 
patient deference to doctors is influenced by factors such as age, education and by 
the seriousness of the illness. Further, illness, pain, disease and impending death are 
all highly emotional states and foster a need on the part of the patient for dependency 
upon another (Cassell, 2004). Indeed, dependency is a feature of the illness 
experience and the medical encounter and works against the taking up of a 
consumerist perspective (Lupton, 1997). Despite this, as a collective force, 
consumerism has the potential to take a more dominant position at the system level 
as distinct from the individualised setting of the medical encounter (Dent, 2006).  
 
A further shift in the discourse around the physician-patient relationship has seen the 
patient as a passive recipient of care replaced with the partnership model where 
health professionals and patients work together to achieve the best outcomes for the 
patient. Within this model the patient is positioned as empowered by access to 
information enabling him or her to contribute ideas to facilitate treatment and care. 
At the core of the model is the image of a health professional whose fundamental 
role and status has been transformed with a reduction in the authoritative status of 
knowledge and power (Newman & Vidler, 2006).  
 
Nonetheless, there was little evidence in the research to support the proposition that 
the patient is empowered. From the initial encounter the physician is positioned as 
the expert with the patient having little control as depicted by a patient participant: 
It was misdiagnosed for nine months before the doctor decided he 
would take a biopsy, so I said to the doctor, because I had a basal 
cell carcinoma removed and I was seeing him for the three monthly 
checks, so for three months of three visits I said to him, what about 
this thing on my back. And he said, that’s nothing, don’t worry 
about it, so his biopsy was nine months after I first identified it, and 
!194 Chapter 7: Decision Making and Palliative Care 
that came back as a level 4 Melanoma. So that came back and then 
he recommended that I see Dr B and we had the sentinel node 
biopsy and that showed that there were three lymph nodes involved 
out of the four that were removed, and then basically the rest of the 
lymph nodes came out. PMPG07 
 
Further, it was evident that the physician was most often in control of the treatment 
process and the patient dependent upon the expertise of the medical profession. 
Many patients did not have an understanding of the aggressive nature of melanoma 
as one participant who had been given just weeks to live described: 
I mean up until recently I knew it was bad, but I did not realise it 
could get this bad. The last thing I expected was brain lesions and 
lung lesions, lung you can understand, but the brain, which is pretty 
much incurable, then, I had no idea. If it was just a lung I would be 
happy to have part of it removed and be done with it, simple, but I 
did not realise it would spread the way it has done and so 
aggressively. PPHQ03  
 
It is interesting to note, however, that over time and after experiencing fragmentation 
within the system some patients felt compelled to take responsibility. For some, a 
tension appeared between a dependency on the medical profession and the realisation 
by the patient and/or family members that once they leave the doctor’s rooms they 
are ultimately responsible. Family members described the need to take control and be 
proactive: 
So it is all about us trying to find things that can buy her time…. 
You just sort of think there are options, but as time goes on and you 
start exhausting those options it gets a little harder about what to 
do. CMPG01 
There is a job to be done and I have to make sure the best is 
occurring. I have to give her every chance that she has got to make 
it through or extend her life and in other words leave no stone 
unturned and so therefore focus on that regardless of any stress. 
CMPG04 
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While some were proactive, for others the only option was to follow the advice of the 
medical profession, and risk being left in a precarious position in confronting 
uncertainty and system fragmentation. This research suggests that while some may 
adopt a consumerist perspective in certain contexts, navigating a diagnosis of 
metastatic melanoma is very much one of dependency by the patient and trust in the 
medical profession.  
 
7.5 CONSTRUCTING TRUST 
Trust is a social concept that is considered integral to the relationship between health 
professionals and patients. Yet it is not only a matter of personal trust between the 
patient and the health professional but also it is also a trust that is embodied in 
professional institutions developed through training, reputation and stature. Di Luzio 
(2006) argues that the basis of patient trust has come about by virtue of the existence 
of institutions and so the manner in which trust is mediated by the institutional 
structure of the profession, the way that the organisation or the institution is set up 
and the way that professionals act in their roles, actually constructs a concept of trust 
for the patient.  
 
Healthcare institutions provide a basis for judging whether healthcare providers 
perform in the best interests of patients by monitoring and managing disciplinary 
procedures (Gilson, 2003). Indeed, open accountability and standard setting combine 
to offer a “highly instrumental view of trust as being utterly dependent on the system 
and, moreover, on the effectiveness with which it is managed” (P. Brown, 2008, 
p. 352). As such, consistent behaviour among healthcare providers and impersonal 
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commitments embodied in expert systems such as technical and professional 
knowledge-based organisations enable patients to believe that their best interests will 
be served (Giddens, 1990; Gilson, 2003; Mohseni & Lindstrom, 2007).  
 
As such, the technical knowledge and experience gained during a lengthy training 
period bequeaths the professional an exclusive expertise far superior to the lay 
knowledge of the patient (di Luzio, 2006). Exclusive expertise is accompanied by 
power and it is this combination that shapes trust between the patient and the medical 
professional. Involuntary trust that occurs in the context of an inequitable 
relationship may more correctly be seen as a form of dependency (Gilson, 2003). 
This serves the interests of the medical professional and is reinforced through ethical 
codes embodied in an institution that dictates that medical professionals act in the 
best interests of a patient (Gilson, 2003).  
 
Thus the process of establishing a monopoly of knowledge around expertise and 
technical competence underpins the construct of trust in the medical profession by 
the patient and family (Freidson, 1988). A conceptualisation of trust was evident in 
the following excerpt from a family caregiver: 
He has had his radiation-planning day, so now he starts radiation 
and I think he’ll do really well with that. We really trust this fellow. 
He sounds pretty confident and he’s got a big team. They seem to 
know what they are doing. CMPA08 
 
Trust is based on the belief that institutions have a value orientation and that a 
profession is grounded in moral values. This encourages patient trust in members of 
the profession (di Luzio, 2006). The concept of trust is thus a product of a 
profession’s construction of the trustworthiness of its members (Freidson, 1988). It is 
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this trustworthiness that enables doctors to initiate discussions in difficult 
circumstances as indicated in the following excerpt: 
That's part of building rapport and having that trust in someone but 
there will be people at the same time who will never go there 
[discussing death and dying] because they don't want to 
acknowledge it and I think that's something that our palliative care 
consultant here is so good at doing, is opening that discussion and 
because he's a doctor on the doctor level he can do that without 
getting into trouble if that makes sense. NPCHP04  
 
In addition to providing expert knowledge, professional groups have a significant 
function in bridging uncertainty for patients and the wider society (Evetts, 2003; 
Giddens, 1990). Trust enables social action in decision situations where the actor is 
uncertain about the course of future events (di Luzio, 2006). Professionals deal with 
problems such as questions regarding disease trajectories and prognoses in a 
standardised way. The approach to such problems is based on theoretical knowledge 
and practical skills that the patient lacks and it is this competence gap that is bridged 
by trust whereby uncertainty for the patient might be reduced (Abbott, 1988; 
Freidson 2001).  
 
The concept of trust as instrumental, as noted above, is depersonalised as it is 
founded on the efficacy of the system rather than individuals working within the 
system (P. Brown, 2008). It is a rationalised mode of trust based on a scientific 
bureaucratic form of medicine (S. Harrison & Dowswell, 2002) where 
communicative aspects of the doctor-patient interaction are not considered. However, 
trust may also be constructed as irrational and affective as it is inherently linked to 
risk (Luhmann, 1988). Trust then becomes a response to uncertainty in the absence 
of appropriate knowledge and as such is a means to overcome anxiety (P. Brown, 
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2008) and to enable social action in decision situations in healthcare where the 
limitations of medical knowledge are recognised.  
 
Furthermore, the concept of trust is sustained by the behaviour and actions of health 
professionals in meeting the expectations a patient has of the professional role. In 
this way positive interactions with healthcare providers reinforce trust in the expert 
system of medical knowledge (Misztal, 1996). A health professional described the 
process of building a relationship that is underpinned by trust: 
Well, generally if they are referred to us and they agree to see us, 
we generally use the first consultation as a meet and greet and get 
to know them, they get to know us and we just tell them what's out 
there. We don't push it too hard unless it's really necessary, like 
they're really deteriorating. If we've got time we will just build up 
more of a relationship with them and just be there to support them 
and then respond appropriately or as things change so they know 
they can trust us and we're not just there for the end. PCHP05  
 
In contrast to the instrumental trust, the access point of doctor-patient interaction 
provides an opportunity for communicative trust. Trust is inherently relational and a 
communicative model of trust based on communicative action (Habermas, 1987) 
provides a means by which a health professional can build a trusting relationship so 
that a patient is confident a health professional is aware of their specific interests and 
lifeworld concerns (P. Brown, 2008). 
 
The concept of communicative trust is challenged by fragmentation of healthcare 
experiences. Fragmentation may result from the care of a patient being provided by 
one or more medical professionals or a healthcare team that may adopt perceived or 
real differences in approach to care. The approach to care may be the same but a 
patient’s interpretation of the transfer of knowledge from different health 
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professionals may create conflict. A palliative care nurse recognised how a 
fragmented approach to care impacted the perception of trust: 
If they're not on the same road we cannot be involved. We have to 
all be saying the same thing because if you've got two teams that 
are fighting and the patient's in the middle and particularly these 
patients that have five or six different teams, it makes it very hard 
for them to work out who to believe and who to trust. PCHP11 
 
In the research context, trust that medical professionals will act in the best interest of 
a patient was re-negotiated during the transition to palliative care. Over a period of 
time a relationship was established between the treating team and the patient. As the 
following words from a palliative care health professional indicate: 
We do a lot of work on just building rapport with our patients 
initially and just gaining trust because I think for anyone having 
palliative care walk through the door it is a big moment and you do 
have to kind of go with that awareness. Just because you feel okay 
about what you do and your role in that person's care doesn't mean 
that they do. PCHP06 
 
Trust shaped by institutions and embedded in the health system is fundamental at 
times of transition in care, particularly for vulnerable patients such as those 
experiencing a shift from treatment to palliation (Gilson, 2003). Yet, instrumental 
trust in the system also shapes the way that health professionals communicate a 
palliative situation. As a palliative care health professional said: 
I always struggled with that concept of hope and everybody 
struggles with that in palliative care and I think patients 
particularly struggle with that because for them, and I try and put 
myself in their position. What would it be like for me, and I really 
struggle with trying to keep that sense of hope alive for people 
because people say, "but there's no hope, I'm going to die, this is 
going to get me," and particularly in a short period of time where 
you have to create that trust and rapport. PCHP11  
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Patients’ and family caregivers’ trust in the medical profession increased over time. 
The psychosocial and physical effects of a terminal illness resulted in a lowered 
desire for active involvement in medical decision-making resulting in a preference 
for placing trust in medical professionals (Benbassat, Pilpel, & Tidhar, 1998; S. C. 
Thompson, Pitts, & Schwankovsky, 1993). Further, the trust and confidence in 
medical professionals involved in the care of a patient is of primary importance for 
family caregivers and substitute decision makers in terminal care (Heyland et al., 
2006). In this way, as suggested earlier, trust enables social action in decision 
situations where the actor is uncertain about the course of future events (di Luzio, 
2006). In the palliative situation, therefore, an instrumental trust may reflect patient 
interests. The issue is whether a patient has the opportunity to fully express those 
interests. 
 
7.6 CONSTRUCTING CHOICE 
Decision-making in healthcare has been portrayed as a spectrum from doctor 
responsibility through shared decision-making to patient responsibility (Emmanuel & 
Emmanuel, 1992; Karnieli-Miller & Eisikovits, 2009; K. Taylor, 2009; A. 
Thompson, 2007). Patient involvement in decision making has become a dominant 
discourse and is now widely regarded as a feature of good quality health care 
(Kerssens & Groenewegen, 2005, Stiggelbout et al., 2012). Within this context, there 
is an assumption of a menu of available treatment options provided by the medical 
professional to enable the patient to appraise and select the most appropriate option.  
 
However, choice remains a limited concept with the construction of choice for both 
patients and health professionals being mediated at a number of levels. Choices and 
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decisions are constrained by factors including healthcare policies, clinical practice 
guidelines, local systems and resources, the characteristics of healthcare providers 
and patients, and the disease trajectory (Entwistle & Watt, 2006). Resources were 
limited and this had implications in regard to treatments and trials offered to patients 
as a health professional outlined: 
I think we’re reasonably picky about what trials that we pick 
because we’re not a huge unit and there’s a limit to how much we 
do. NPCHP12 
There was an implication that doctors constructed choices and decisions and 
therefore patient choice was limited as suggested in the following: 
It does depend on the doctor. It depends on their training… and 
what their beliefs are about whether people should live, whether 
they should be trying everything. So a lot of it does depend on the 
doctor and the culture… Really a lot of the doctors don’t sit down 
and talk to them (patient and family) about it. They say, "we’ve got this 
for you.  We’ll get on top of this".  NPCHP07  
 
Furthermore, healthcare decision making is not and can never be value free. It is 
influenced by the learned values of medical professionals, patients and families. By 
its very nature it is a product of and acts upon powerful interests within the health 
system (Jones, 2001). As Atkinson (1995) highlights:  
Clinical decision-making is not the outcome of individual minds, 
operating in a social vacuum. It is not disinterested, therefore, and is 
as susceptible to shaping by social influences as any other 
knowledge. (p. 54) 
 
Further, it is suggested that treatment decision-making links with wider social 
changes (Sinding & Wiernikowski, 2009). As Robertson (2001) suggested, health 
related discourses like treatment decision making: 
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… emerge at particular historical moments and gain widespread 
acceptance primarily because they are more or less congruent with 
the prevailing social, political and economic order within which 
they are produced, maintained and reproduced. (p. 294) 
 
In an environment where the prevailing social, political and economic agenda is a 
reduction in healthcare spending and a promotion of individual responsibility for 
health, the empowerment of patients in decision-making becomes a political agenda. 
In this environment medical information becomes the resource that matters for 
treatment choices, obscuring from view the social decisions and resources that make 
treatments accessible and viable (Sinding & Wiernikowski, 2009). This is 
particularly relevant in the metastatic melanoma context where clinical trials have 
resulted in approval by the TGA for new treatments. Often these treatments are 
available at enormous cost to the individual patient and while some treatments may 
eventually receive PBS subsidy and become available at a lower cost, others remain 
out of reach for patients who may benefit, albeit short term, from access to the 
treatment.  
 
Within this environment the ideal of decision making by competent individuals who 
make rational choices when properly informed is problematic. Interaction with the 
healthcare system loads the decision, as factors that include what is practical, what is 
available and what is accessible are influential. The media also has a significant role 
in the decision making process: 
And there's so much media about it now with all these different agents 
that are out there… I think that knowing melanoma and its labile 
nature, these things are going to work for a period of time and then 
we're going to be dealing with a similar if not worse situation than we 
would have been at the outset… So I think patients are really 
vulnerable and I think that naturally if we recommend something, 
particularly something where there's a whole lot of excitement and 
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hype, they're going to get drawn into that and there's no doubt that 
they're going to be keen to pursue those things. NPCHP08 
 
Furthermore, individuals are immersed in a web of relationships and connections 
with others, and while this acts to sustain them throughout their lives, it also creates 
responsibilities towards others. As such, interpersonal connectedness gives further 
meaning to individual autonomy by imposing constraints on the abstract notion of 
self-determination (Surbone, 2006). This is evident in oncology practice where 
autonomy is considered within specific relational and cultural contexts and while 
patients may be fully informed about treatment options and the risks and benefits 
associated with them, the patient’s freedom of choice is impacted by individual, 
social and cultural factors (Surbone, 2006). Within this interactional or relational 
view of autonomy, various internal and external factors serve to shape the 
individual’s capacity to choose and implement choices as suggested in the following: 
So certainly there's pressure, not just from clinicians but from 
family as well and from the media but certainly sometimes people 
actually say to you "oh well I was told that I had to do this, really 
that it would be silly not to". So I think there is a lot of pressure on 
people to go through treatment. NPCHP03 
 
Schwartz (2004) refers to a paradox of choice where more choice may not always 
translate to greater control or where:  
Perhaps there comes a point at which opportunities become so 
numerous that we feel overwhelmed. Instead of being in control we 
feel unable to cope. Having the opportunity to choose is no blessing 
if we feel we do not have the wherewithal to choose wisely. (p. 104) 
As, Schwartz (2004, p. 104) highlights, when one is asked to take responsibility for a 
choice relating to a life and death matter, “figuring out which choice to make 
becomes a grave burden”. Patients may not want to take responsibility for a decision 
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in which the stakes are perceived to be high and where the imposition of choice on 
patients therefore could be as detrimental as imposing advice (Gattellari, Butow & 
Tattersall, 2001; Ubel & Loewenstein, 1997; Ziebland et al., 2006). 
 
A central ethical principle informing patient choice in evidence-based health care is 
that information is given in order to enhance choice (Ford, Schofield, & Hope, 2003). 
Debates around the elements of information required for disclosure to patients focus 
primarily on information needed to contribute prospectively to a decision treatment 
option. However, there are situations in which clinicians in good faith and based on 
expert knowledge rule out options. These ‘silent decisions’ by clinicians have the 
potential to impact on the confidence of a patient if the patient feels uninvolved in 
the decision-making process (Entwistle & Watt, 2006). To some extent the trust 
engendered in the institution may be jeopardised in a fragmented health system with 
poor communication between specialties, as there is potential for a patient to 
‘discover’ other options that may have been discounted by one medical professional 
but are considered possible options by another medical professional (Entwistle & 
Watt, 2006).  
 
Furthermore, it has been suggested that choices within the doctor-patient encounter 
are presented in an environment of trust, honesty, respect and partnership-building 
(Ford et al., 2003). Within this environment the doctor ascertains the type of 
information and the level at which the patient wants to receive it. A choice is offered 
to patients as to whether they receive information and at what level. Similarly, 
ascertaining how much involvement a patient wants is seen as desirable to enable 
involvement for those patients who want it (Ford et al., 2003). In some instances the 
availability of options is limited by a lack of explicit explanation about the potential 
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choices available. If clinicians and patients do not find ‘common ground’ in terms of 
their understandings of the nature of the problem and have quite different views of 
the goals of treatment, they would struggle to work effectively together to find and 
apply the ‘best’ solution (Entwistle & Watt, 2006). 
 
With the move away from a paternalistic relationship at the patient/physician level 
towards a more autonomous patient, the focus on the autonomous proactive patient 
places the burden of choice on the individual patient. To some extent patients desire 
to be informed and involved in decision making to feel they have some control over 
an otherwise uncertain outcome, although these preferences change as disease 
progresses with patients often surrendering control as they become more unwell 
(Butow et al., 1997; Roeland et al., 2014).  
 
At the organisational level choices are also constructed in a number of ways. Not 
only is there a very clear hierarchy of knowledge in the health system where certain 
positions hold more power, but also guidelines and prescriptive care pathways that 
limit available options and gradually restrict the decision-making power of medical 
professionals (Holm, 2011). In addition, the development of guidelines and protocols 
derived from evidence-based medicine sees the clinical judgment and decision 
making in the medical consultation relegated to second place behind the knowledge 
and expertise applied to evidence-based medicine in the conference room of the 
physician’s medical association (Bensing, 2000). Further, if physicians do not want 
to negotiate with the patient about the applicability of certain interventions, they use 
the opinion of their professional association in the form of clinical guidelines and 
protocols, thereby constraining choice and shifting responsibility from a personal 
decision to a professional group decision (Bensing, 2000). 
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At the same time, however, the medical profession has been presented with new 
challenges in that it is now expected to be far more accountable than previously for 
costs and budgets. With the role of hospital medical directors moving from a 
collegial role to one of management, accountability and quality is now seldom seen 
as an issue left just to the profession of medicine to manage (Dent, 2006). While 
medical professionals are now expected to work in line with clinical guidelines and 
protocols, this in turn allows their work to be evaluated according to criteria not 
necessarily of their own choosing, including litigation in some instances (Dent, 2006; 
Bury & Taylor, 2008). To some extent this impacts the construction of choice for 
patients. 
 
In a society where survival is given more weight than quality of life, choices are 
constructed around treatments that were considered a source of hope: 
I think they feel pressured by everyone around them and that's from 
family and also from clinicians and sometimes I think they're in a 
position where they can't say no if they're offered a trial.  It's very 
difficult for them to say no to that, because that's that hope. 
PCHP09 
 
Physicians seem inclined to treat aggressively for little benefit rather than providing 
supportive care. Treatment may have a dual function, not only to achieve survival, 
but also to allay fear and anxiety around death and dying (H. de Haes & Koedoot, 
2003). While oncologists may act as gatekeepers in relation to access to clinical 
trials, in many cases choices available for the patient are limited by the availability of 
treatment options. In some cases patients are presented with a choice when in fact 
there is no real choice at all as a patient participant noted:  
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I remember being offered interferon, but at the same time as being 
offered it, being told well, there is no point in going on it because 
there’s very little evidence to show that it has a positive outcome for 
anyone, and so you’re really led by the medical profession aren’t 
you. This is what you can have, but there is no point in having it 
because 50% of people who go to stage three end up going to stage 
four or 50% end up not having it, so why would you make yourself 
sick for the twelve months while being on it, so why would you take 
this treatment. It just seems like life at stage three was full of 
incongruence or like inconsistencies around what you should or 
shouldn’t do. PMPG07 
 
Culture provides a context where social structures, shared perspectives and 
embedded values guide the process by which meaning about illness and disease is 
communicated and understood. Within a culture where the curative model is 
dominant, the goal of care is clearly cure or control of disease (Nebel Pederson & 
Emmers-Sommer, 2012). Decision making within this culture focuses on choosing 
the best available treatments. In general, the curative model is not significantly 
challenged until questions of risk versus benefit, or treatment withdrawal arise – 
decisions where the outcome may impact the patient’s life expectancy (MacKintosh, 
2013). Alternatively, in the palliative model, decisions focus on the dominant 
ideology of care, with choices aimed at relief of suffering. 
 
In the shift from a curative to a palliative model, choices become more complex as 
issues around death and dying dominate. Patients and family caregivers are often 
faced with a need to make critical medical decisions during incredibly stressful times 
and frequently when they might not be in a position to engage adequately with the 
process of medical decision making. The decision to elect no further treatment is 
difficult, as it can be perceived as akin to choosing death. Furthermore, as the 
condition of a palliative patient deteriorates, clinicians frequently defer decisions to 
patients and/or family members by beginning conversations with, do you want… 
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(Roeland et al., 2014). In so doing there is an implication that a decision must be 
made when in fact there is no decision to be made. The truth is that the patient’s 
disease has already made the decision and will ultimately cause the death of the 
patient (Roeland et al., 2014). A patient participant reinforced the understanding that 
there was no choice in the decision about death: 
Decisions are only tough as to whether or not you go ahead with 
the clinical trial. The decision is already made for you, you are 
going to die, so those decisions are with what dignity, and you get 
your Advanced Health Program organised, make sure everybody 
knows about it, make sure the kids are not going to be a problem, 
make sure that Mary (wife pseudonym) knows how to work the 
computer. That is the stupid thing as well, that is when you have the 
biggest laugh, they say, what do you want to do about such and 
such, what, I don’t give a damn, I won’t be here and everyone has a 
laugh then. It is the honest truth. I won’t be here. PPHQ07 
 
As such, choice is limited by certain parameters. As disease progresses these 
parameters narrow and the intersection of the lifeworld of the patient and the expert 
system of health care forms the basis for the decision-making process.  
 
7.7 INTERSECTING EXPERT AND PATIENT KNOWLEDGE 
Much has been written about knowledge in medicine and how the so-called expert 
and technical knowledge of medical professionals is often at odds with the anecdotal 
experiential knowledge of the patient. As noted above, the rise of evidence-based 
health care has diminished the importance of lay perspectives and clinical judgment 
and marginalised other worldviews (Holmes, Perron, & O’Byrne, 2006). In other 
words, evidence-based health care reinforces the dominance of positivist and 
reductive models of health and illness (Goldenberg, 2006; Lambert, Gordon, & 
Bogdan-Lovis, 2006). 
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The physician and patient bring different views to the medical encounter where the 
evidence-based positivist approach of the physician often contrasts with the patient’s 
own story of the experience of their illness. Tensions exist between the unique 
idiosyncratic story a patient may tell a physician and the aggregated population data 
used by the physician in determining a treatment plan (Holmgren, Fuks, Boudreau, 
Sparks, & Kreiswirth, 2011). This gives rise to a fundamental gap between the way 
in which medical practitioners manage the patient with a focus on the disease, while 
the patient views how the illness affects his or her whole being (Ishikawa, Hashimoto 
& Kiuchi, 2013). As a result, the disease dominates resulting in a ‘disconnect’ 
between patient and expert knowledge. 
 
This argument resonates with the work of Habermas (1984) who points to an 
ongoing struggle between different rationalities. On the one hand, society is 
regulated by the ‘system’ with results focused on rationality inherent in laws, rules 
and the market; and on the other hand by decisions concerning humans where a 
‘lifeworld’ perspective is valued (Walseth & Schei, 2011). In Habermas’ 
terminology, the ‘lifeworld’ represents the everyday social and culturally shared 
worlds that contain the background understandings that enable individuals to make 
sense of and give direction to their interactions with the outside world. The ‘system’ 
is comprised of economy and state that is driven by rationality concerned with the 
most technically efficient means to achieve a desired end (Habermas, 1984).  
 
Where economy and state intrude in inappropriate ways into the lifeworld they are 
said to ‘colonise’ that world. In this way, Mishler (1984) argues, the ‘voice of 
medicine’ has partially colonised the ‘voice of the lifeworld’. This tension appears in 
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consultations where the clinician and patient are at the centre of the dialectic between 
system world and lifeworld and the result is that the patients’ personal problems are 
diminished to the status of technical problems. Where action is governed by technical 
knowledge and purposive rationality, the lack of validity given to lay knowledge 
exacerbates the power differential between clinician and patient. In addition, by 
claiming a monopoly over knowledge and decision making, the medical system 
distorts communication with patients, disempowering them and adding to the 
experience of uncertainty.  
 
7.8 ANALYSING DOCTOR-PATIENT INTERACTION  
Issues that form the basis of decision making including the hierarchy of knowledge, 
the positioning of the relationship between doctor and patient, and the differences in 
expert and patient knowledge have been identified. As such, this chapter now turns to 
the process of decision making at the doctor-patient level. Drawing on Habermas’ 
(1984) typology of action and the fundamental modes of purposive and 
communicative action it is argued that decision making occurs within a synthesis of 
these two modes of action. 
 
While health professionals claimed that their role involved the empowerment of 
patients and the facilitation of dialogue congruent with communicative action, it 
appeared that oncology health professionals also engaged in purposive action where 
a rational approach was oriented to a large extent by the practice of ongoing 
treatments. Habermas (1987, p. 295–6) refers to an interaction that is mediated 
through talk and is oriented to an agreement that will provide a basis for a 
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“consensual coordination of individually pursued plans of action”. Hence the theory 
of communicative action: 
. . . presupposes the use of language as a medium for a kind of 
reaching understanding, in the course of which participants, through 
relating to a world, reciprocally raise validity claims that can be 
accepted or contested (Habermas, 1984, p. 99).  
As such, communicative action is one by which the actors seek to reach an 
understanding about the action situation and their plans of action in order to 
coordinate their actions by way of agreement (Habermas, 1984). In practical social 
situations communicative action takes the form of ‘symbolic interaction’ where 
actors engage in interpretive processes in order to negotiate agreed definitions 
through the establishment of shared norms (Scott, 2012). Symbolic interaction 
involves the cognitive element of communication and the normative element of 
agreement with communicative rationality occurring when strategic action follows 
the logic of rational action (Scott, 2012). For communicative rationality to occur, 
decisions are embedded in the actors’ lifeworld, while purposive action is anchored 
in the system.  
 
Dialogue between patients and doctors should lead to a consensus on diagnosis and 
treatment. However, as evident in the current research, domination in interactions 
between patients and doctors resulted in distorted communication at both the 
individual and social level. Although it appears some patients resent and are upset by 
the dominant and colonising voice of medicine, others are content to collude with it 
(Coulter, 2005; Coupland, Robinson & Coupland, 1994; Coyle, 1999). This may, in 
fact, be the preference of patients and could reflect a desire for guidance and 
deference to professional expertise. In some instances, patients want information 
more than responsibility for decision making (Fotaki et al., 2005). The consumer 
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approach when applied across the board fails to recognise the dynamics of treatment 
and undervalues the expectation by some patients that doctors will guide decision 
making. A number of studies support the argument that patients prefer a more 
traditional and directive communication style (Lee, Kristjanson & Williams, 2009; P. 
A. Parker et al., 2001; Swenson et al. 2004). This is reflected in the following 
participants’ comments: 
Doctors have recommended most of it and so we have just accepted 
that, we have not really questioned anything. PAHQ04  
There is not much out there, you look it up on the ‘net’ or 
something, you come across a few articles and that sort of thing, 
but there is not much known about treatments or what is done so I 
think the doctors themselves have been the best guide for where to 
next. PMPG02 
 
While the studies imply patient choice in terms of deference to doctors, the choices 
are constructed by the healthcare system. Although the appearance of options for 
patients gives a perception of choice, in some cases the choice is not about treatment 
but about trusting the medical professionals and the healthcare system. The decision 
to be involved in treatments and clinical trials is often based on trust in the system as 
one caregiver participant depicted: 
With regards to chemo and things like that, I guess we have not 
really thought about not doing it, because at least my perspective is 
that these treatments are valid in some way, in that they have been 
tested and people have been on trials and there has been 
information back from these trials that has suggested that it does 
actually work and the symptoms that we were told about did not 
appear to be so terrible that you would not want to put yourself 
through that for the chance of it working. So I did not really 
question it and John (pseudonym) did not really question it, we 
have just gone along with it. CPHQ04 
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There is a cultural imperative to be a well-informed consumer and to ‘be involved’; 
however, in the context of unfamiliar and complex medical information choice over 
treatment may be meaningless. There is a distinction between information and the 
interpretation of information, and ideally the healthcare team is in a position to 
provide the patient with both (Sanders & Skevington, 2004).  
 
When asked about the roles of the patient and the health professional in decision 
making, health professionals positioned themselves in interesting ways. There was 
support for the view that the medical professional acted in an advisory capacity to the 
patient while the patient did some background research: 
Well I think there's no doubt that the health professional can 
provide some initial guidance regarding appropriate management 
but I always say to the patients, look go out there, go on the 
Internet, because most of them are fairly Internet savvy these days 
… The information that they can gather from external sources, be it 
the Internet, be it books, has to be put into perspective with what we 
have available here. NPCHP01 
 
On another occasion, members of the MDT discussed the options available for a 
patient while a team member subsequently communicated the options to the patient 
who then had to make a decision. To some extent this process was considered 
inadequate, as patients wanted medical practitioners to make the decisions as noted 
in the following excerpt: 
I think patients are much better informed than they ever used to be. 
We make sure they're informed and half of them don't want the 
information that you're offering. It's scary. It actually brings it right 
up front for them but you explain that you have to do this so, 
personally, I don't see it as an issue.  
I think we always have to not lose sight of the fact when we have all 
of these peripheral discussions about the person, so also in our 
multidisciplinary meetings we will discuss and one group like 
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radiation oncology will say "you've got to do this" and we'll say 
"no, that's not right. You don't have to". The bottom line will often 
be okay, whoever has to go and speak to the patient and discuss the 
options and the patient makes the final decision. I think patients 
find that hard. They see us as experts. They come to use for advice 
and they want us to tell them, so it makes the consultations longer 
because you're explaining why you’re not actually telling them what 
they should do. NPCHP13 
 
Another health professional explained the supportive role in informing patients of 
treatment options: 
We tend to see these patients in clinic and we tend to spend a lot of 
time with them and let them know how we can support them, rather 
than just letting them assume, and to maybe think about their 
priorities, what their priorities are, quality of life or quantity and 
sometimes it's not clear cut like that. Just to let them know what's 
out there so they can make a choice for themselves. PCHP05 
This same participant then moved on to describe the position of the doctor in 
providing the patient with expert knowledge: 
Then again I would probably be lucky that I'd be able to ask the 
right questions of these professionals and look up the evidence for 
myself, whereas patients probably wouldn't be able to do that, 
they're really relying on the doctors to give honest information 
about what they should do. PCHP05 
 
While it is acknowledged that the role of the health professional includes an advisory 
function in enabling patients to make choices, there is a fundamental contradiction. 
Health professionals see themselves both as the holders of expert knowledge superior 
to that of the patient and also exponents of patient choice. The research indicated that 
patients are accepting of this situation that reinforces the health professional 
perspective. Patients do not always expect or want to be given information about a 
menu of treatment options and the responsibility for making a choice between them 
(Say, Murtagh, & Thomson, 2006 in Entwistle, Prior, Skea, & Francis, 2008). 
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However patients who do not want to take responsibility for treatment choices might 
still want to be involved in the decision to accept that treatment. Patients might 
consider themselves to have been involved and may value feeling included despite 
not being fully informed of all the options and not having significantly influenced the 
selection of a course of action. This may be the result of a broader range of issues 
considered relevant from the patient perspective rather than a focus solely on 
information exchange and patient influence (Entwistle, Prior, Skea & Francis, 2008).  
 
Patient deliberations concerning treatment decisions consist of other factors 
including beliefs, goals and personal circumstances while an emphasis on the tone or 
manner of communication with the treating team and the interpersonal or relational 
messages conveyed in the interaction have a role (Entwistle et al., 2008; Huijer & 
Van Leeuwen, 2000). The subjective experience of being respected and enabled is an 
important influence on the sense of involvement in treatment decisions. This is 
contrasted with the policy and professional discourse that emphasises content of 
information communicated about treatment options and patient preferences in 
relation to those options (Entwistle, et al., 2008).  
 
7.9 CONCLUSION 
This chapter explored issues concerning decision making with choices constructed in 
an evidence-based environment where the biomedical perspective was addressed 
predominately from a doctor-centred paradigm. The evidence derived from the 
patient-centred model taking into account the personal and contextual elements of 
decision making was often overlooked. Further, it was argued that the health system 
is set up in such a way that it is difficult for patients to make choices. There is an 
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inequitable power relationship between patient and clinician. Power resides in 
knowledge with professionals generally having a monopoly over knowledge, thus it 
is inevitable there will be an imbalance. Further in some contexts it appeared that the 
uncertainty associated with the trajectory for a patient with a metastatic melanoma 
diagnosis resulted in patients preferring doctors to take responsibility for healthcare 
decisions, particularly where the doctor had earned the trust of the patient. 
 
In addition, patients often do not have a choice other than to refuse treatments 
completely, as parameters around treatment decisions are already set for them. 
Options for clinical trials are put before patients and despite the health professionals’ 
attempts to remain neutral and not influence the decision-making process, the fact 
that trials are presented to often vulnerable patients even in extreme situations near 
the end of life, suggests patients are guided in a certain direction when making those 
decisions. Within the research context where care is fragmented and the disease 
dominates, then anything else the patient experiences becomes their responsibility. In 
the end the person with the disease is ultimately responsible and reaps the rewards of, 
or suffers the consequences of, their treatment decisions. 
 
Despite changes in the relationship between the patient and medical professional in 
the latter part of the twentieth century that were characterised by self-empowerment 
(P. Brown, 2008; Nathenson, 2010), this research found that patients with a terminal 
illness have to a large extent abrogated their role in medical decision making to 
health professionals in whom they trust. Furthermore, despite the uneven balance of 
power, to some extent the concept of trust in a situation of terminal illness allows a 
patient and family to be supported by the confidence placed in a healthcare system 
that incorporates a medical profession that espouses expert knowledge.!
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The affair between medicine and death is a power play, a dance in 
which every gesture and turn is riddled with ambiguity – for the 
vast majority of humans really do not want to die; yet all must 
eventually succumb. (McNamara, 2001, p. 69) 
 
8.1 INTRODUCTION 
Medical practice as it currently appears is often regarded as a cultural given. In the 
acute care setting medical care is thought of in terms of hospitals, doctors, nurses, 
operating theatres, emergency departments, scans, blood tests and medications. 
Nonetheless the paradigm of modern scientific medicine and the institutions, 
technologies and occupations that constitute medical care are the product of 
economic, political and social interactions constructed, accepted and transmitted 
within a social and political context (Freund & McGuire, 1995). In recent years, 
palliative care has been shaped in part by the dominance of the medical model while 
at the same time espousing a quite distinct philosophy. It is within this context that 
the research was conducted.  
 
In this concluding chapter the analytical findings of the research are explored 
through the frame of Habermas’s critical theory and more specifically the argument 
that modern capitalist societies are characterised by social conflicts that “arise along 
the seams between system and lifeworld” (Habermas, 1987, p. 395). Definitional 
tensions around the transition to palliative care in the acute care setting are explored 
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and explained in terms of the instrumental and technical approach that is 
characteristic of the contemporary healthcare system. The chapter moves on to assert 
that the effect of this context has been to colonise the care of those diagnosed with a 
life-threatening illness. In extending this argument to the research situation this 
chapter frames colonisation in palliative care as the way in which the dominance of 
medical expertise and specialisation defines a patient journey. Yet it is also argued 
that care within the acute system has been subject to change in response to a greater 
emphasis on palliative care and, as such, palliative care services have raised the 
profile of end-of-life care practices. The chapter then turns to a discussion of some 
key methodological considerations related to the study. Finally the chapter concludes 
with an articulation of the broader implications of and recommendations that arise 
from the study findings as they relate to care for patients with metastatic melanoma, 
to future research and to policy considerations.  
 
8.2 POSITIONING PALLIATIVE CARE IN THE ACUTE SETTING 
8.2.1 Definitional tensions 
Palliative care suffers from an identity problem (Parikh, Kirch, Smith, & Temel, 
2013) and nowhere more so than in the acute care context. It is significant that no 
other area of health care appears to have engaged in such a struggle to define its role 
and boundaries (Cairns, 2001). The term ‘palliative care’ was first coined in 1975 to 
describe the hospice program in Canada and has since gained acceptance worldwide 
(Hanks, 2008). Yet, despite the popularity of the use of the term, numerous other 
words have been used to describe the evolving entity which has led to an argument 
for the need for a standardised definition (Hui et al., 2012; Pastrana et al., 2008). 
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Indeed, the literature is replete with definitions of palliative care across organisations 
including the WHO and PCA. Doyle (2003, p. 10) states, for example, that “seldom 
is a new service started anywhere in the world, or a new professional palliative 
association formed, than people sit down and write a new definition. Clearly no one 
is totally satisfied with the old ones”.  
 
Where the definition or attributes of a concept are unclear, the ability of that concept 
to inform or shape fundamental activities is greatly impaired (Rodgers, 1989). 
Confusion on the part of patients, family caregivers and health professionals about 
the concepts of palliative and end-of-life care, as evident in this research, was thus 
not surprising. Such confusion is set against a backdrop of debate involving 
researchers, practitioners and policy makers over definitions and scope of and 
approaches to palliative care (McIlfatrick et al., 2014; Meier & Brawley, 2011).  
 
Interactions within care organisations are linguistically communicated and 
collectively negotiated and influence personal or professional caring experiences 
(McIlfatrick et al., 2014). A related issue of significance is the co-construction of 
palliative care as end-of-life care. Language, and specifically the use of the word 
‘palliative’ informs the way in which palliative care is viewed and language that 
associates palliative care with dying also informs practice. Indeed, what appears real 
depends on interpretation (Mead, 1934) and, as such, contextual understandings are 
important. Against this background, palliative care has largely been constructed as 
technical expertise in symptom management, which in turn, is equated with quality 
of life in end-of-life care. 
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Furthermore, the lack of consensus around the definition of palliative care and not 
least in the acute care sector is in part due to the evolving nature of the positioning of 
palliative care. As noted throughout this thesis, palliative care arose from the hospice 
movement that was situated, in Habermas’s terms, in the lifeworld and was 
established in response to what was considered neglect for care of the dying. The 
lifeworld in the research context was focused on the particular knowledge and way of 
life of patients, their relationships with families and communities and their personal 
reflections on the effect that being ill had on the sense of self (Edwards, 2012). The 
philosophy of hospice care and subsequently palliative care includes the goals of 
enhancing quality of life, optimising function, helping with decision making and 
providing opportunities for personal growth (Ferrell & Grant, 2014).  
 
The above goals, closely aligned with Habermas’s lifeworld, do not readily translate 
into the acute care setting. By contrast, the acute care setting rests on a body of 
expert medical knowledge that has been shaped by science and technology and is 
strongly influenced by the ‘system’ where an instrumental focus on successful 
treatment and a technical orientation towards the control of biological process 
dominates (Barry et al., 2001). As such, the difficulty in defining palliative care 
reflects the tension between the institutionalisation of palliative care in the acute 
setting and the development of palliative care from origins situated outside 
mainstream medicine.  
 
Acceptance within the mainstream health system was dependent upon a body of 
expert medical knowledge shaped by science and technology. Issues such as an 
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historical paucity of high quality research evidence (Currow, Wheeler, Glare, Kaasa, 
& Abernethy, 2009) have made it difficult for palliative care to sit alongside other 
mainstream specialties. More recently, however, a burgeoning evidence base has 
sustained some progress in the assimilation of palliative care into mainstream health 
care. Thus, the need to ‘fit’ within the medical paradigm and to define boundaries 
has been indicative of a search for consistency and rationalisation (Hibbert et al., 
2003) to counter the ambiguity that surrounds palliative care as it struggles for a 
space where the system and lifeworld intersect. 
 
8.2.2 Dominance of technical knowledge 
As the current research attests, the realm of purposive rational interaction and an 
associated concern with technical rules oriented to success prevails in the health 
system. As such, the patient’s experience of illness and care can be detached from 
the system. This obscures the level of interactive experience whereby ordinary 
language is sustained through mutually agreed upon conformity to social norms 
(Mishler, 1984). This distinction points to the domination of the social world by 
technology or the triumph of the technocratic consciousness in the modern world 
(Habermas, 1987). The voice of medicine thus translates into a version of 
technocratic consciousness whereby a physician attempts to dominate the provision 
of care in transforming a patient’s lifeworld problems into technical medical 
problems.  
 
Hence, a balance between the legitimate demands of system rationalisation and the 
communicative rationalisation of the lifeworld has yet to be achieved (Scambler & 
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Britten, 2001). Healthcare practices in the acute setting are structured by the 
dominant modes of rationality and of social action that characterise modern medical 
care, but these practices are not much concerned with the contents of the lifeworld. 
Rather, the rationality of science and technology characterised by abstract and 
impersonal norms is operationalised in the context of formal rules and procedures. 
Medical care in the acute setting thus relates to diagnosis, treatment and cure thus 
ensuring that individual patient interpretations and preferences are of lesser concern. 
 
Similar to the hospice movement, palliative care continues to function in some ways 
as a “symbolic critique of how dying people are managed in highly medicalised 
settings” (McNamara, 2004, p. 930). Within the biomedical realm, patients and 
providers give primacy to scientific facts and technology ‘‘further enhancing the 
reputation of medicine as a science and of doctors as medical scientists’’ (Cassell, 
2004, p. 22). In addition, modern medicine is not particularly open to lay knowledge 
and is generally not open for debate that involves the patient (Edwards, 2012). Thus, 
palliative care must function within a medical system overseen by a bureaucracy and 
the power of medical expertise rather than communicative interaction.  
 
The implication is that palliative care, situated on the margins of mainstream health 
care has become colonised by a medical system with an increasing emphasis on 
expert scientific knowledge. The alleviation of symptoms through the application of 
medical and technical expertise has ensured that palliative care is perceived to be 
contributing in a way that is compatible with a biomedical or mechanistic approach 
to practice (Hibbert et al., 2003). The result is the production of standards designed 
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to make visible the technical aspects of symptom management and ultimately to 
legitimise palliative care.  
 
As argued throughout this thesis, medical expertise is founded upon and generally 
justified or legitimised in terms of expert knowledge (Scambler, 1987). Expert 
knowledge is associated with the rapid rise of modern science and the application of 
scientific method to technical and social problems. Indeed, many of the pivotal 
decisions surrounding treatment and cessation of treatment have been redefined as 
technical concerns that have been appropriated by physicians in their roles as experts 
or custodians of formal knowledge. Similarly, an overly vertical instrumental 
rationality that is driven by technical rules of action and efficiency is influential. 
Strategic action thus governs at the expense of communicative action directed 
towards achieving understanding and consensus around treatment of an individual 
with a disease.  
 
The technical expertise of palliative care in symptom management is relatively easy 
to accommodate within a biomedical approach to care. Additional dimensions of 
palliative care are less clearly delineated and thus provide a significant challenge for 
other specialties (Hibbert et al., 2003). Yet, the absorption of palliative care into the 
medical model through the primacy given to technical strategies has to a degree 
obscured the palliative care movement philosophical focus on a patient-centred 
holistic model of care. Whatever form palliative care takes, it is not and cannot be 
detached from the structural and institutional arrangements for healthcare work. 
Hence, palliative care, rather than identifying exclusively with an alternative care 
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model, has been inserted into a system and necessarily positioned to focus on 
techniques of care. In other words, those aspects of care that do not yield to a 
biological explanation are potentially compromised as they challenge the rational 
order of the medical world (Hibbert et al., 2003; McNamara, 2004).  
 
The work of Habermas thus provides a vehicle for understanding the positioning of 
palliative care in an acute care context and particularly as it links action to social 
structure. A referral to palliative care is determined by a treating clinician and is 
instrumentally organised within the confines of a technical system of health care. In 
the process, systematically distorted communication occurs whereby communicative 
action or consensus through negotiation, associated with a more holistic 
understanding of the patient perspective, may not transpire. In Habermas’s terms, 
communicative action is colonised or displaced by a strategic orientation that allows 
the specialised discourses of professionals to dominate the lifeworld perspective of 
the patient. 
 
8.2.3 Knowledge boundaries 
The diverse conceptual basis of medical specialties and ongoing negotiation between 
palliative medicine and other specialties highlights the difficulties in clarifying and 
stabilising boundaries with traditional medical practice. The need for boundaries that 
define the skills and expertise of palliative medicine is driven by a search for 
legitimacy and coherence within the healthcare system.  This system is dominated by 
what Habermas (1984, 1987) refers to as an instrumental rationality in the form of 
scientific knowledge. Within this framework, medical expertise earns social respect 
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and status on the basis of formal scientific knowledge, which presents itself as 
purposive rationality in the form of depersonalised and success oriented knowledge 
(Barry et al., 2001; Mishler, 1984).  
 
In earlier centuries, as Rosenberg (1992) noted, “shared knowledge tended to 
structure and mediate interactions between doctors, patients, and families”; but in 
more recent times “knowledge is increasingly specialised and segregated” (p. xviii). 
Medicine is now organised around specialties that focus on fragmentation of the 
human body rather than a patient who is considered a complex interaction of 
physical, psychosocial and spiritual dimensions. In the case of complex illness, 
multiple specialists each with a unique and relatively narrow set of concerns are 
engaged in aspects of patient care where the patient appears as a collection of parts 
rather than a whole person.  
 
Within this scenario, healthcare relies on effective collaboration and cross boundary 
working as patients move through primary care organisations, acute hospitals and 
community settings, and interact with different professionals for treatment and care 
during a disease trajectory (Martin, Currie, & Finn, 2009; Powell & Davies, 2012). 
This complex environment is dynamic and is in a process of constant change with the 
appearance of new organisational forms and the development of boundary spanning 
roles. Indeed, it is within this context that palliative care needs to be positioned and 
acknowledged.  
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The recognition of palliative care as a distinct specialty has, in theory, allowed a 
claim to a unique body of knowledge. Nonetheless, in practice it is difficult to 
separate the distinct area of ‘expert’ knowledge from the ‘generalist’ knowledge held 
by other health professionals. A suggested role for specialist palliative care clinicians 
is to impart their knowledge to ‘generalists’. The expectation would be that all 
clinicians, not only palliative care specialists, caring for patients with serious 
illnesses, are capable of providing core elements of palliative care such as basic 
symptom management, assessment of treatment preferences and prognostic 
understandings (Horowitz, Gramling & Quill, 2014; Quill & Abernethy, 2013). This 
challenges orthodox medical specialisation whereby ‘expert’ knowledge is tightly 
controlled.  
 
The question then becomes, what is it that defines specialist palliative care 
knowledge as distinct from generalist knowledge around a palliative approach? It has 
been argued that there is something unique about the application of the values, 
knowledge and skills held by specialists in palliative care when applied to those who 
are dying (Randall & Downie, 2006). This links back to the contention that palliative 
care is a philosophy of care (Randall & Downie, 2006) rather than an interventionist 
scientific approach to care, as defined in much of the current palliative care literature. 
 
It should also be noted, however, that although palliative care has evolved to the 
point where it is positioned within the existing structure of the health system, it is not 
that palliative care has been passive and completely subjugated to the dominance of 
medicine in the acute sector. Rather, the acute system has been impacted in a number 
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of ways, not the least of which is the move to integrate palliative care and 
oncological care within a team environment. But it is within this process that 
tensions have arisen and not least because adhering to a team approach is difficult 
where a legitimating ideology is absent (Opie, 1997). Strong hierarchical traditions 
consistent with a lack of multi-professional teamwork present as obstacles to 
establishing and sustaining well-functioning teams. Teamwork in this context is also 
problematic due to a fundamental contradiction of integration and specialisation that 
exists at one and the same time (Stohl & Cheney, 2001). In the case of the latter, 
healthcare is characterised by a fragmented, specialised and professional division of 
labour. Yet while each profession and specialisation has a distinct role and socialised 
membership, the imperative of mutual interdependency makes collaboration essential 
to achieving outcomes for patients (Finn, 2008). 
 
As reflected in the research, a focus on defining a point for referral from oncology to 
palliative care highlights a distinct separateness while claims are made that 
emphasise a conceptual and practical overlap (Hibbert et al., 2003). Treatment and 
palliative care ought not be seen as mutually exclusive. On the contrary, palliative 
care seeks to be an adjunct rather than an alternative to other specialties (Maddocks, 
1999). Indeed, palliative care specialists aim to interface with other specialists in 
their care of patients and thus palliative care complements general medical care. Yet, 
at the same time, the need to identify the point at which the shift to palliative care 
might be made points to the separateness of palliative care from other medical 
practices (Hibbert et al., 2003).  
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Similarly, while technical expertise confers credibility and status, it also serves to 
constrain involvement with a more holistic agenda. This issue has manifested in an 
increasing gap between the rhetoric surrounding the aspirations of palliative care and 
the realities of everyday practice. Contemporary evidence suggests that palliative 
care when provided early in the disease trajectory benefits patients (Temel et al., 
2010). The issue is then whether palliative care should be a part of the role of a 
medical specialist or a part of the role of all health professionals. Indeed, specialist 
palliative care creates boundaries, as does all specialisation within health care. These 
boundaries restrict practice in the acute care setting in terms of delivery of services in 
terms of continuity of care and in terms of interdisciplinary team care. The patient 
experience, as one of fragmented care is the result of a complexity of layers of care 
organisation.  
 
As noted earlier, palliative care evolved out of the hospice movement. This 
development saw palliative care marginalised and positioned on the periphery of 
mainstream health care. Proponents of palliative care sought to reduce the relational 
space between palliative care and medical treatment with the recognition of palliative 
care as a medical specialty. The result has been an increasing porous boundary 
between the two areas, but at the same time one that has become more ambiguous 
and uncertain (Arber, 2007; Meghani, 2004). 
 
Modern medicine has evolved to a point where scientific expertise and the 
instrumental technical system dominate to the extent that the communicative 
practices that are essential in everyday life are often absent from the medical 
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encounter. Habermas (1987, p. 395) suggests that social conflicts “arise along the 
seams between system and lifeworld”. It is in this space that palliative care sits with 
tensions around where the boundaries are to be drawn between the technical systems 
on the one hand and the communicative practices of the lifeworld on the other. 
Indeed, the colonisation of the lifeworld has seen palliative care move from everyday 
life to a position where it is administered through healthcare institutions and the 
dominance of expert medical science.  
 
8.2.4 Impacting patient care 
Instituting a team approach in the acute care context of metastatic melanoma is a 
constant challenge and the patient experience of care is thus depicted as fragmented. 
Fragmentation of health care is an unintended consequence of modern advances in 
medical knowledge as health services and settings of care have become more 
specialised (Byock, 2008). As referred to earlier, specialisation in health care is 
founded on control over discrete areas of expert knowledge. The existence of 
professional silos thus creates problems in generating an environment where there is 
a shared understanding of the management of the patient and a clarity around who 
does what and when. Indeed, from both a health professional and patient perspective 
there is uncertainty about the role of palliative care and where it is situated within the 
healthcare trajectory.  
 
The system of medical specialisation encourages the prioritisation of particular 
organs/body parts with treatments related to the disease at hand thereby adding 
further to a sense of disconnect. It is within this context that the doctor-patient 
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relationship is established and the biomedical discourse embedded in the system 
world of health care promotes the strategic actions related to the disease. It thereby 
fails to capture the psychosocial aspects of the patient journey (Mikkelsen, 
Soendergaard, Jensen & Olesen, 2008). As a result, the lifeworld of the patient 
becomes colonised by the system during hospitalisation and encounters with the 
health system thus contributing to a patient experience of alienation (Mikkelsen et 
al., 2008). 
 
Within this space, communication becomes goal oriented and is subject to the 
biomedical, scientific and technical aspects of institutional interests aimed at success 
in the form of strategic action (Habermas, 1987). The meaning of events is thus 
communicated through abstract rules that serve to decontextualise events, and 
removing them from social contexts and embeddedness in the lifeworld. Of further 
concern, clinical governance marks a transition in knowledge management from 
embodied knowledge held by an individual in tacit form, to encoded knowledge that 
is disseminated by medical specialties in the form of explicit guidelines, directives 
and universal standards (P. Brown, 2008). As such, the standardisation of knowledge 
and individual autonomy is replaced by organisational control thereby increasing the 
rationalisation of healthcare, where bureaucratic control by the system impinges on 
the more communicative and intangible concerns of the lifeworld (Habermas, 1987).  
 
Within the acute care setting of metastatic melanoma, decisions centred on the 
evidence-based paradigm risk removing the lifeworld perspective from view. There 
was little evidence in this research to indicate an intersection of the lifeworld and the 
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system.  Oncology health professionals engaged in purposive action where a rational 
approach was oriented by the practice around ongoing treatments. Furthermore, the 
knowledge that patients hold in relation to the lifeworld did not fit readily into a 
medical frame. Indeed, the construction of palliative care within the acute care 
system may be structured by a strategic or instrumental mode of reasoning.  
 
Similarly, the use of strategic communication was linked to the ways in which the 
oncologist’s role was shaped by an outcome orientation of treatment and cure. 
Although health professional participants perceived that their role involved 
empowering patients and facilitating choice through dialogue, the analytical findings 
also suggest that the professionals used strategic communication with patients in 
order to achieve particular ends. Patients were given choices determined by medical 
specialists within certain parameters. Thus, while patients were free to choose, the 
way that choices were constructed was more often strategic on the part of the 
medical specialists. 
 
It is argued, therefore, that communicative practice within the doctor-patient 
encounter that draws upon personal experience of the illness trajectory might 
challenge the medical assumptions embedded in the technical rationality of the health 
system. Yet such a challenge may also provide an environment where palliative care 
and oncology can work together to provide seamless patient care. Where the focus of 
research in the cancer context is on scientific discovery leading to cure, palliative 
care does not sit in this domain but rather in an interpretive space where the ‘voice of 
the lifeworld’ and the ‘voice of medicine’ intersect.  
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This final chapter reflects on the research findings and how they extend knowledge 
around the concept of transition to palliative care in the acute care context of 
metastatic melanoma. The findings point to an ongoing struggle around the 
positioning of palliative care in the acute setting where a focus on technical 
knowledge and physical care results in a patient experience that lacks recognition of 
the lifeworld. Nonetheless, palliative care has to some extent had a positive impact 
on patient care in the acute care context as palliative care services have raised the 
profile of end-of-life care practices. There is however, much more that needs to be 
done to ensure that the patient experience in the transition to palliative care is 
seamless and one where the doctor-patient relationship is embedded in 
communicative action that reflects the lifeworld goals of the patient. 
 
8.3 METHODOLOGICAL CONSIDERATIONS 
It is acknowledged that no research study is ever without strengths and limitations 
and as such this section addresses key methodological issues. First, in this research 
all participants had a connection with metastatic melanoma. Patients and family 
caregivers were recruited from a melanoma support group and a public hospital and 
healthcare district that served as a centre for melanoma treatment in southeast 
Queensland. In addition, health-professional participants worked within the same 
hospital and healthcare district. A number of factors set metastatic melanoma apart 
from other cancer groups not the least of which is the often very rapid trajectory with 
limited treatment options where clinical trials may be the only treatment on offer.  
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While it is acknowledged that melanoma impacts a younger age group, participants 
in this research were drawn from a broad spectrum of age groups, as outlined in 
chapter 4, and thus a broad range of issues relevant at all stages of the life journey 
were explored. Further research in the transition to palliative care in cancer types 
other than metastatic melanoma would contribute to knowledge in this area. 
 
This research focused on one site, a public hospital in south-east Queensland that 
served as a cancer treatment centre for melanoma. It could be argued that this is a 
limitation of the study as other sites may differ. The purpose of this research, 
however, was not to generalise but rather to generate insight into the practices and 
understandings around the construction of palliative care. Thus while the findings 
from this research may not be an exact fit with other sites, it is likely that there will 
be understandings and theoretical insights that resonate across other healthcare 
settings and other cancer-site-specific cohorts.  Furthermore, the study drew on the 
experiences of a diverse group of health professionals. The sample included a 
representation of a range of specialty areas and levels of experience across a variety 
of cancer types, although the interview focus was on experiences within the context 
of metastatic melanoma. As noted above, it is recognised that the transition to 
palliative care may differ within other melanoma treatment settings.  
 
The participant sample constituted patients, family caregivers and health 
professionals. The multi-perspective sample contributed a depth and richness of data 
that generated insight into the complexities of the construction of palliative care. In 
addition, the multidisciplinary sample of health professionals provided insight into 
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the current working practices of and relationships between oncologists and other 
health professionals in a cancer treatment team within an acute care hospital and 
specialist palliative care providers. Tensions and uncertainty around the boundaries 
of specialist palliative care were highlighted, as were the complex circumstances 
experienced by patients in the cancer trajectory. 
 
The method of data collection was the semi-structured interview. This provided a 
rich, in-depth and contextualised understanding of experiences that allowed the 
researcher to gain an insight into the complexities of the transition process. Given the 
direction in which the analytical findings progressed, further research involving 
observations of a multidisciplinary team may further enhance understanding of the 
interactions within a team.  
 
While the study recognised the complexities of palliative care and its relevance for 
those with terminal illness, issues around the personal and social implications of 
human mortality were not specifically addressed in this thesis. Even so, this study 
recognises these issues have an important impact on not only the patient and family 
experience, but also on the way in which health professionals approach those with a 
terminal illness. This study provides a basis from which to further explore these 
issues to enhance understanding of the transition to palliative care. 
 
On reflection, it was interesting that as a researcher I did not introduce issues around 
death and dying with patient and family caregiver participants. In fact it was 
specifically stated in the ethics application that I would be sensitive to preserving the 
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patient’s level of awareness of their prognosis and I would respond to cues given by 
participants. I did not ask direct questions about death and dying; however, when 
these issues arose they were dealt with in a sensitive manner. In this way, I may have 
perpetuated the social view of death and dying as a sensitive issue and one not easily 
discussed. Further research which explores the sensitivities of palliative patients to 
discussions around death and dying would further enhance understanding in this 
area. 
 
The research was conducted within an interpretive and critical paradigm where 
participants, through their experiences and interpretations and within context 
construct a reality. Within the interpretive paradigm it is understood that these 
multiple realities “will inevitably diverge . . . so that prediction and control are 
unlikely outcomes although some level of understanding can be achieved” (Lincoln 
& Guba, 1985, p. 37). It is within this context that the research was constructed and 
thus the outcomes are limited to a contribution to an in-depth understanding of the 
construction and negotiation of the transition to palliative care within a context of 
metastatic melanoma. Furthermore, the research findings apply to a given context 
and it is recognised that other hospitals and melanoma centres may have different 
models of care. Nonetheless, it is envisaged that many of the experiences conveyed 
by the study participants are issues that other cancer patients share. To this end, the 
researcher has provided information about the study participants, the research setting 
and observed transactions and processes that allow readers to make inferences about 
extrapolating the findings to other settings.  
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The researcher’s personal experience of metastatic melanoma could be considered 
both a strength (empathy, understanding) and a limitation (risk of preconceived 
ideas) in this research. As the researcher I was able to identify with the experiences 
of patients and family caregiver participants. However, with the technique of 
reflexive practice, I strived to ensure the voices of the study participants were not 
dulled by my personal experiences.  
 
The research had an evolving history. The idea for the research grew from the 
researcher’s experience from hearing the words, “go home and get your affairs in 
order, there is nothing more we can do”. The question the researcher asked was, 
“what does it mean to go home and get your affairs in order and who is there to guide 
you through this process?” For most people receiving the news that there are no 
further curative treatments available is a one off occurrence. Generally, people have 
very little experience in this area. Hence, the research focus developed.  
 
The research commenced as a Masters program with the aim of identifying issues 
relevant for metastatic melanoma patients in the transition to palliative care. The 
focus at that point was purely on patients and how they navigated the journey. 
Analysis of patient and family caregiver data generated a number of issues that 
reflected a fragmented health system and a sense of patients being lost in the maze of 
the health system. It was determined the research area was more complex than 
originally envisaged. To gain a deeper understanding the research scope was 
extended to interviews with health professionals who had knowledge of and 
experience with this group of patients and family caregivers. Hence the decision was 
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made to expand the scope of the study and articulate to the Doctor of Philosophy 
program. 
 
Subsequently, the research explored meaning both at the level of human action and at 
a system level. As the analysis evolved, the interpretive approach that underpinned 
the early phase of the research was deemed too narrow to enable an exploration of 
the relevant broader structural issues. Habermas’s framework of system and 
lifeworld that encompasses both meaning around human action and meaning around 
the system broadened the approach. Indeed, the use of Habermas’s framework was 
not inconsistent with the interpretive approach but enabled a more complex level of 
analysis to be undertaken. The approach allowed a focus on issues at both micro and 
macro levels thereby developing an understanding across interactions and structures. 
 
8.4 FUTURE DIRECTIONS 
This research explored a number of perspectives to gain a rich understanding of the 
construction of the transition to palliative care. Instead of a single view of the 
transition process in an acute care setting, the inclusive account of perspectives of 
patients, family caregivers, and non-palliative care and specialist palliative care 
health professionals facilitated the identification of tensions that have implications 
for clinical practice. The findings depicted a lack of clarity around the concept of 
palliative care within an acute care setting. Furthermore, palliative care was 
constructed around the political and professional interests of different specialties and 
presented no clear pathway for patients. Despite the rhetoric of patient-centred care 
and shared decision making the position of health professionals as experts meant that 
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patients were compelled to place trust in an ‘expert’ system. Thus, in a biomedical 
healthcare system would the role of palliative care be better understood if the 
following question posed by Kamal (2013, p. 1047) was answered: “If palliative care 
were a drug, how would one write the prescription?” Indeed, as Kamal (2013) goes 
on to suggest 
What would be the specific components of its delivery, including 
care processes, team structures, outcomes of interest, and applicable 
settings? . . . Clearly, the answers to these key questions must be 
acceptable and feasible from the perspective of patients, caregivers, 
clinicians, administrators and payers. (p. 3047) 
 
Importantly, Kamal (2013) notes that patients and caregivers perspectives must be 
considered in developing the specific components of palliative care and this is an 
underlying consideration in the implications and recommendations for practice. 
 
8.4.1 Implications and recommendations for practice 
The research findings highlight a need for more consistent and coherent partnerships 
and relationships between patient, family caregivers and health professionals in the 
transition to palliative care in the acute care setting. Part of this process will be an 
enhancement of primary care providers’ understanding of the basic principles of 
palliative care to encourage existing relationships between patients and those 
providers across the continuum of care. There may also be a case for developing a 
model of care that recognises the primary palliative care skills relevant to all 
clinicians and that distinguishes these from specialist palliative skills required for 
managing complex and difficult cases. Furthermore, the involvement of multiple 
professionals and the provision of care across the primary-secondary interface 
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highlight a need for well-structured information transfer, communication and 
teamwork in order to ensure continuity of care occurs at points of transition.  
 
Consideration and understanding of a patient’s individual needs and goals based on a 
lifeworld perspective is essential for health professionals working with patients in the 
transition process. To this end, a high level of sensitivity is required by health 
professionals to a patient’s desire for involvement in decision making as this can 
change during the disease trajectory when complexity of treatment choices and the 
patient’s state of health can impact their desire for involvement. Even when patients 
do not wish to actively participate in decision making they may still desire 
information that is relevant to their condition and treatment. Indeed, by being 
respectful of and attentive to patients’ stories that are expressions of lifeworld, 
meanings of illnesses through non-technical and lay language would prompt health 
professionals to move towards a communicative rather than rational approach to the 
patient-physician encounter.  
 
The research findings highlight a complex interplay between oncologists as 
generalists in providing a palliative approach and specialist palliative care services. 
Generalist clinicians find the timely identification of patients for and conversations 
about palliative care difficult to initiate. Thus the role of specialist palliative care 
clinicians should be optimised to better support the generalist with this challenge. 
Solutions may include a greater involvement of the specialist in the identification of 
patients who would benefit from a palliative approach to care. Additionally, a closer 
working relationship between specialists and generalists will increase the palliative 
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care skills and knowledge of the generalist and may lead to more appropriate and 
effective referrals.  
 
The challenge for specialist palliative care providers is in assuming supportive roles 
and extending those roles to incorporate teaching of symptom management and basic 
psychosocial support to generalist clinicians. This would not only enhance the 
confidence and ability of generalist clinicians but would also encourage the valuing 
of these skills as an integral component of best practice. Essential to this role is the 
location of palliative care teams within the acute setting and more particularly within 
the cancer care context. If generalists and specialists are to provide a patient-centred 
team approach to care it is suggested that locating the palliative care team within the 
cancer care centre is of utmost importance. 
 
This thesis has argued that tensions between the technical and rational focus of the 
health system and the social relationships and personal identities of patients and 
caregivers are a major obstacle to the provision of patient-centred care within the 
acute context. When the views of clinicians shift purely technical considerations to 
greater involvement of the patient within the context of their lifeworlds, more open 
communication in the doctor-patient encounter will be engendered. Mutual 
recognition of the patient voice by both oncologists and palliative care specialists is 
crucial to the implementation of change to the way in which the transition to 
palliative care is constructed and negotiated in the acute care context of metastatic 
melanoma. 
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8.4.2 Implications and recommendations for future research 
The research findings highlight a need for further research that contributes to a 
deeper understanding of the partnership and collaborative care practices in palliative 
care. In addition, research that includes metastatic melanoma patients’ and family 
caregivers’ experiential knowledge and understanding is required to explore and 
assess the unmet needs of this group. 
 
Further research including an observational study exploring the interactions within a 
multidisciplinary team meeting would provide an additional understanding of the 
complexities of different specialisations coming together to enhance patient care. 
 
Research centred on an assessment of patient need rather than on prognosis is 
necessary. This may highlight the approach required to achieve the goal of improving 
care for patients with life limiting illnesses and reducing unscheduled hospital 
admission and healthcare costs. 
 
Further research is needed to provide an understanding of the competing demands 
upon health professionals caught up in the tensions created in an environment where 
communicative practices aimed at understanding and consensus clash with the 
dominant medical model and expectations. 
 
8.5 CONCLUSION 
Unfortunately, in end-of-life care, we do not have a vocal 
constituency: the dead are no longer here to speak, the dying often 
cannot speak, and the bereaved are often too overcome by their loss 
to speak (Chochinov, 2000, para. 1). 
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The perspectives of patients, family caregivers and health professionals were 
explored to gain a rich understanding of the transition process. The objective was to 
understand the constraints that informed participants’ actions and to analyse 
underpinning issues and processes and how these shaped responses. Through the 
research process a critical theoretical understanding of the concept of transition to 
palliative care in the acute care setting was produced. In conclusion, the aims of this 
research study have been addressed. The study makes an important and original 
contribution to the field of oncology and palliative care and more particularly the 
difficult and complex area of transition to palliative care in an acute care context. 
The processes by which patients with melanoma transition to palliative care have 
been explored and factors that shape the transition process have been analysed. 
Importantly, a theoretical understanding of the concept of transition to palliative care 
has added to the body of knowledge in this area.  
 
It is important that the findings are integrated with those of related and relevant 
studies, as recommendations based on this knowledge are critical to the development 
of more consistent and coherent relationships to support patients and family 
caregivers in the transition to palliative care. Giving voice to those impacted by this 
experience is a crucial element in the process as it provides a lens for policy makers 
and healthcare professionals to view the impact of the current system and in so doing 
challenge the status quo as it relates to transition to palliative care.  
 
The voices of those who have journeyed with metastatic melanoma provide insight 
into the recognition of culture, social relationships and personal identities as an 
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essential component of the patient journey. Within this realm, the lifeworld has the 
ability to sustain and support the patient and as depicted by one participant who died 
some months before the completion of the research, the journey is more than the care 
provided within the health system.  
Whether you are stage three or stage four, you need to put your 
armour on. It is not enough to rely on the doctors to come up with 
solutions. Put your amour on, and part of your armour is your 
friends and family and your spirituality. It doesn’t matter what it is, 
whatever it is, meditation, Christian, it doesn’t matter, but to draw 
all of those things together and just believe that there’s a lot to be 
said for acceptance. It is not about saying ‘this is my lot now, I’m 
going to feel sorry for myself and die’, but there is a lot to be said 
for accepting the position I’m in and now what am I going to do 
about it, what can I do with it. PMPG07 
 
8.6 FINAL REFLECTION 
Fundamental to the theoretical approach in this research is the understanding that our 
analyses of the social world are constructed and influenced by our autobiography and 
historicity (Lather, 1991). To this end I have clarified the role I have taken in the 
research process. I have acknowledged the relevance of my biography and I have 
highlighted my interest and experiences in this area (Clarke, 2005; Mills et al., 2006).  
 
As a final consideration, based on active critical reflection throughout the research 
process, it would be an understatement to say this research journey has developed 
and broadened my perspective. I came to this study with the notion that if every 
patient had early access to palliative care the journey for the patient and family 
would be less difficult. With this understanding, I expected to identify barriers to 
early referral with the aim of developing strategies to overcome these barriers. The 
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study has identified a complex intersection between acute care services and palliative 
care thus highlighting the social, structural and cultural factors that impinge upon the 
patient and family journey in the transition to palliative care. I now realise that this 
research does not provide a ready, tidy answer. Rather, it provides knowledge and 
insight into the complexities of the transition process.  
 
In recent years the dynamics for patients and families in the context of metastatic 
melanoma have evolved within an ever-changing clinical trials trajectory. Almost 
every month a new trial or prospective treatment is mooted, as headlines declare a 
cure for melanoma is just around the corner. For me though, the journey continues. 
Science and technology will not provide answers to the ongoing questions around 
human mortality. Such questions are embedded in the interpretive space where the 
‘voice of the lifeworld’ and the ‘voice of medicine’ intersect. 
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Appendix E: Patient interview guide 
!
Opening*
Can!you!tell!me!about!your!experience!with!melanoma?!
!
Intermediate*
Can!you!tell!me!about!your!situation!now?!
How!has!melanoma!changed!your!life?!
Tell!me!about!your!experience!–!what!do!you!think!makes!you!feel!that!way?!Tell!
me!a!little!bit!more!about!that.!What!made!you!feel!that!way?!
How!did!you!make!decisions!concerning!care!and!whether!to!continue!treatment?!
Who/what!did!you!turn!to!for!information!to!assist!in!making!these!decisions?!
How!do!you!feel!about!what!has!happened?!
How!is!everyday!life!changing!for!you?!
What!helps!you!manage!now?!
Who!has!been!most!helpful!to!you?!
Are!there!any!events!or!anything!that!stand!out!in!your!mind?!
What!do!you!think!are!the!most!important!ways!to!manage!this!diagnosis?!How!did!
you!discover!that?!
What!has!been!the!hardest!thing!for!you!through!all!of!this?!
Where!do!you!see!yourself!now!in!the!melanoma!journey?!
!
Prompts*
What!do!you!think!makes!you!feel!that!way?!
Can!you!tell!me!a!little!bit!more!about!that?!
! !
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Why!do!you!think!that!is!the!case?!
How!did!you!feel!when!that!happened?!
What!happened!next?!
Is!there!anything!else!that!might!be!important!in!understanding!this!issue?!
This!is!interesting.!Can!you!tell!me!more?!
How!did!you!feel?!
Is!there!anything!more!you!want!to!tell!me!about!this?!
How!have!you!come!to!that!realization/opinion?!
Can!you!tell!me!exactly!what!you!mean!by!that?!
*
Conclusion*
Is!there!anything!more!that!might!help!me!understand!your!experience?!
Do!you!have!any!advice!for!other!people!in!your!situation?!!
Is!there!anything!you!might!want!to!ask!me?!
!
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Appendix*F:*Health*professional*information*form**
!
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Appendix*G:*Health*professional*consent*form**
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Appendix H: Health Professional interview guide 
Non-Palliative Care Health Professionals – Consultants 
 
Broader perspective 
Tell!me!about!your!experience!working!with!patients!with!metastatic!melanoma.!
In!your!view!what!is!palliative!care?!
How!did!you!come!to!this!understanding!of!palliative!care?!
What!do!you!see!as!the!role!of!palliative!care!for!patients!with!melanoma?!
!
Interactions with patients 
On!what!basis!do!you!refer!a!patient!to!palliative!care?!
Why!do!you!use!these!criteria?!
How!do!you!approach!the!subject!of!palliative!care!with!the!patient!and!family?!
Why!do!you!use!this!approach?!
How!do!you!feel!about!having!these!discussions!with!patients?!
How!do!you!see!your!role!in!decision!making!concerning!care!and!whether!a!patient!
will!continue!treatment?!
What!interaction!do!you!have!with!patients!after!you!refer!them!to!palliative!care?!
Can!you!describe!what!you!would!consider!a!particularly!easy!referral!to!palliative!
care?!
Why!do!you!think!it!was!particularly!easy?!
Can!you!describe!a!particularly!difficult!referral?!
Why!do!you!think!it!was!particularly!difficult?!
Can!you!suggest!some!things!that!would!have!made!the!process!less!difficult?!
What!sort!of!things!can!you!do!to!facilitate!the!transition!for!the!patient?!
How!do!you!approach!the!subject!of!death!with!your!patients?!!
!
How the HP sees the patient negotiating the ‘transition’? 
What!do!you!see!as!some!of!the!barriers!for!patients!and!families!in!accepting!a!
referral!to!palliative!care?!
Why!do!you!think!these!are!barriers?!
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What!sort!of!advice!do!you!have!for!patients!in!this!situation?!!
What!do!you!see!as!the!role!of!the!GP!in!the!patient!journey?!
Can!you!describe!any!specific!issues!or!needs!late!stage!melanoma!patients!have?!
!
General 
If!you!could!restructure!the!system!what!would!you!do?!
Are!there!any!events!or!anything!that!stand!out!in!your!mind?!
What!do!you!think!are!the!most!important!ways!to!manage!this!diagnosis?!
How!did!you!discover!that?!
!
Conclusion 
Is!there!anything!more!that!might!help!me!understand!the!transition!process!for!
patients!and!families?!
Is!there!anything!you!might!want!to!ask!me?!
!
Prompts 
What!do!you!think!makes/made!you!feel!that!way?!
Tell!me!a!bit!more!about!that.!
Why!do!you!think!that!is!the!case?!
Is!there!anything!else!you!think!might!be!important!in!understanding!this!issue?!!
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Appendix I: Hospital ethics approval 
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Appendix J: QUT ethics approval 
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